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INTRODUCTION 



Under tiie auspites of the Natioiml Institute on Disability and 
Rehabilitation Rasearch,.the Human Services Research Institute waa awarded 
a grant (Contract #G0086C3523) to examine fir incmg models for supporting 
children with severe disabiiities and chronic iHness so that th^ nmy hye at 
home. One activity of the project entails the provision of technical assistance 
to selected states to facilitate the expansion of home health care for children. 
This manual is prepared to accompany these technical assistance efforts as well 
as to provide mformation to families and professionals alike regarding fundmg 
possibiliti^. 

The information presented here provides a broad overview of the ^iriety of 
programs, funding streaSns, and financing options that can be employed by 
state planners and others interested in expanding opportunities for home care. 

Summaiy descriptions of funding sources are presented that alternatively 
or in combination can bo used to support various facets of home care such as 
medical and educational LM>eds. The sources describad may apply to children 
>{nfch chronic ilhiess or se^iTe disability who live with their jparents or in a 
home with other caretakora. The.first Section of the manuiu describes federal 
fimdsag streamjs that^ available to states that may be used to support home 
care. The second section reviews different strategies that states have used to 
enlist insurance companies in a public^rivate partnership to support home 
care. 

The summary of each funding source provides the following information; 
1) purpose; 2) eligibility rules or practices; and 3) the services covered. 
Additional information is presented where warranted. 
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PART ONE: PUBLIC OPTIONS 

This section of the manual reviews the purpose, eligibility requirements 
and 8®rvic8s covered by federally financed programs that are relevant to 
children with chronic mness or disabilitiea who are living with their famuiea or 
m other home settings. The basis for each program is presented along with 
pertinent modifications to the origmal federal authorizing legislation. 
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MEDICAIDS MEDICAL ASSISTANCE PROGRAM 



Purpose 



This program (often referred to as "Title 19" because of its authorizing 
legislation) provides federd finaacid assistance to states for medicm servi^ 

fiimished on behalf of public assistance recipients and, in some states, on ^half of 
other medically needy persons who, accept for income and resoiirces, womd be 
eligible for cash assistance. The federal matching rate varies by state and_is 
detannined under a complex formula geared to state per capita persons income. 
The federal share of program costs ranges irom 50% to 80% (new matching rates 
for federal FY 1989-^ were issued by HCPA on October 27, 1988). The Medicaid 
program is administered a state's "sin^e state agenQr," and the agenpy must 
operate under a Medicaid state plan approved by the Secretary of the Department 
of Health and Human Services and comply with all federal regulations govemmg 
aid and medical assistance to the needy. 



EUgibiUiy 

There are numerous categories of persons who are eligible for Medicaid. 
Federal law mandates that states must serve some categones of persons. Other 
categories of persons are elimble for Medicaid at state option and if they ara hsted 
in the state Medicaid plan, m isbme cases, if a state opts to include certam optional 
categories of persons m their Medicaid plan there are federal requirements that 
restrict the eUgftility of those groups. Overall, %e federal Medicaid sta^te 
encompas^tes a wide-range of eurability options aimsd at the extension of Medicaid 
services fc> children with severe disabilities who are members of low-mcome 
households or who have had financial deeming requirements waivered. Careful 
review of each state's Medicaid state plaai is necessary to determine the range of 
eli^le groups that are covered in a iiarticular state and, consequently, the role 
Medicaid benefits mig^t play in meeting the needs of such children. 

The following pages describe the mandatory and optional eligibility groups. 



This section was prepared with the assistance of Kathleen Blume of the Health 
Care Fmancmg Administration; Gary Smith of NASMRPD; and Harriet Fox of 
Fox Health Policy Cop'-Utants 
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MANDATORY COVERAGE 

AFDC Recipients 

All persons who are recipients of payments under the Aid to Families with Dependent 
Children (AFDC) proeram are autoxiiatica?]y eUg^le for Medicaid beneHts (rererred to 
as "categorically" eligible). Generallyi the regiilar AFDC cash aBsistance program 
extends eligibility to children under age 18 (or 19 at state option) "where the child is 
deprived of the support of at least one parent (i.e., at xeast one parent is dead, 
disabled, continizmly absent from the hoiise, or, in some states unemployed)" 
(Congressional Research Service^ 1988) and who have caretakers with very low 
income. Family composition anu fmancicd eligibility standards for AFDC payments 
vaiy from 2rtate-to-sta*e. 



Adopted or foster care children receiving cash assistance under Title IV«E of the 
Social Security Act are considered to be AFDC recipients for purposes of the Medicaid 
program and are eligible for benefits. 



"^Qualified'' Pregnant Women and Children 

Pregnant women and cnildren up to age 7 (or ag9 8 at state option) who meet the 
ilnancial requirements of the state AFDC plan (or would be eligible for AFDC if the 
state AFDO plan included ah unemployed parent program) are required to be covered 
by the state Medicaid plan. These groups, referred to as "quaUfieo* eligibles, who 
meet AFDC financial requirements^ do not have to meet family composition or 
"deprivation" requirements. At state OPTION, this coverage can be extended to 
children up to ages 18 throudi £1. (These recipients are referred to as Ribicoff 
children after the Senator who sponsored this legislation). 



PaTerty Related Pregnant Women and Children 

Effective July 1989, all pregnant women and infants (up to age 1) whose family 
income is up to 100% of the federal poverty level ($9,690/year for a family of three in 
1988) are efigibla for benefits. Pregnant women are eligible only for pregnancy 
related Medicaid services and the infants are eligible for all Medicaid services 
available under the state plan. (This provision will be phased-in through July 1990). 



SSI 

In all but 13 states, all children (including adopted children) and other aged, blind, 
and persons with disabilities who receive cash payments under the federal 
Supplementaiy Security Income (SSI) program are also eligible for Medicaid. The 
remaining 13, states referred to as "2C9{b)" states, may choose to limit Medicaid 
eligibility to uidividtials who meet requirements that are more restrictive than those 
for SSL The thirteen states are: (Connecticut, Hawaii, Illinois, Indiana, Minnesota, 
Missouri, Nebraska, New Hampshire, North (Carolina, North Dakota, Ohio, 
Oklahoma, and Virginia. 

Wh^n determining whether a child with handicaps is eligible to receive SSI, federal 
law recmires that a certain portion of the family's income be "deemed" available to the 
cluld. j?his OTcludesmany children m low to moderate mcome households.from 
receiving SSI and Medicaid However, if a child is mstitutionalized a full calendar 
month, the parent's income is not counted in determining SSI eligibility and resultant 
Medicaid ehgibility. As a comequence, federal policies are often criticized as creating 
a bias toward out-of-home placement rather than supporting families. 

11 
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OPTIONAL COVERAGE 
CMdran Receiving State Supplements 

States may provide supplemented pavments to SSI recipients and persons with 
income in excess of SSI jiicome standiards. States iave the option to extend Medicaid 
eligibiliiy to chil ^ren receiving the Supplemental payment The income limits to 
receive a state supplemental payment vaiy by state. 

Medically Needy 

This refers to individuals and families who do not meet the financwl eligibUity limits 
for AFDC, SSI or stata supplement, but who lack the resources to pav for the^ 
medical bills (usually because^jf inadequate private health insurance). In sush 
instances, a individuals must "spend down" inco^^e for medical ffltpenses tmt^ 
countable income falls to a level specified by the state. "Tyledically niBedyJ' mdividuals 
must satisfy special income and resource limits set in the state's Medicaid plha. 
Federal regulations require that a state set its medically needy income standards no 
hidier than 133% of its AFDC payment standard. AFDC income Umits and 
"nwdically needy" income limitations vaiy by state. In 1987, medically needy levels for 
a family of four varied from $267 in Tennessee to $1,009 hi California. Thirty-six 
states currently operate medically needy programs. The numbers of persons seived 
by a medically nee<fy program vaxy widely and are dependent upon the level of the 
state AFDC payment CFox & Yoshpe, 1987b\ 

Foster and Adoptive Children 

This includes all foster care and adoptive children who have incomes and resources 
within certam prescribed limits and, who were placed by the state, but were not 
eligible for APdC cash assistance prior to t^isement. 

Pregnant Women and Children 

This options includes all pregnant women and infants up to age one, whose fenuly 
mcome is under a state established threshold that does not exceed 1(}5% of the federal 
poverty level, and incrementally on an annual basis to children up to a^ 8 whose 
famify income does not exceed 100% of the federal poverty level Additionally, states 
may: omit testing for asasts or resource (le. only t^t for income); use the more 
relaxed resource tests used 1^ the SSI program; and/or disregard changes in income 
once a pregnant v/oman is detsrmmed to eligible. Low income pregnant women 
and young children are not required to meet the family standards, other categprical 
critoria, or finastdal criteria of AFDC. Also, pregnant women and infants with family 
income alK>ve 150 percent (and upto 185%) of the pover:.y level, can at state option, 
be charged a monthly premium. This premium cannot exceed 10 percent of their 
gn^ income, le^ cmld care expense. 

Waiver Recipients 

States can opt to provide all Medicaid services to all persons with disabilities who 
meet tne SSI disability criteria and who are receiving services through an approved 
home and communiiy-based waiver or through a model waiver program. 
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Services covered 
All states are required to provide the following Medicaid funded services: 



* in and out-patient hospitalization; 

* laboratory and X-ray: 

skilled nursing home for persons c v^ age 21; 

^ home health services for persons over age 21; 

^ rural health clinic services; 

nurse midvnfe services in those states where midwifeiy is licensed or 
allowedly law; 

^ family planning; 

* physician; and 

* early and periodic screenings diagnosis and treatment (El^i)^ 

children under age 21 (see below). 



A state may also cover a wide variety of up to 32 optional service^categories at 
its discretion, (e.g., preventive and rehabilitative services; home care or nursing 
care; home and conununiiy-based waivers; medical equipment and appliances; 
private duty nursing home respiratory care services; and case management). 
States havG wide latitude to limit the "freauency, scope, and duration" of Medicaid- 
covered services (e.g., by limiting the number of physician visits that will be 
reimbursed). Services under Medicaid except for home and commimi^-based 
waivers and targeted case management must meet criteria of a "ststdwideness and 
comparability" (meaning that services must be equally avmlable and of equal scope 
across dl groups of Memcaid eligible). In most of t^ese areas ^e state sets the 
standards for services* States also have broad fiedbilify ia dotermining pa;;^ent 
rat®3 for covered services. Some states have elected to provide comprehensive and 
often unlimited coverage for all, or nearly all, of the fedsrally allow^ Medicaid 
services, while other states provide more Ihnited benefits and may esccluda 
estended home care, speech and occupational therapies. Moreover, astats can opt 
to exclude "medica% neeii^ eligifaies from optional Medicaid benefits. If a state 
offers home csib they are required to provide nursing visits, medical equipment 
and supplies. Cost reimbiu^ment methods (e.g., capitation tbroi^ 
health plans) will affect the amoimt of reimbursement for care. 



Of snedsl interest is th« fact that svctv state must provide EPSDT services to 
Medicaid eligible childr«)a under age 21. The (Congressional Research Service 
{lQ8d^ describes this program. 
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The EPSDT program is designed to assure the availability and accessibihty 
of recu&ed hwlm resources and to help eligible children um them 
effe«^vsly. Under BPSDT, states are required not onfy to fin^ce ssrvicss, 
but also to conduct outreach activities that link Mediwud^ehgible ^dren 
with providers. Each state's Medicaid program must (l)iMprmaUehgib 
children about EPSDT sOTces, (2) provide screenine and diagnostic 
services, and (3) provide treatment to correct or amefiorats any discovered 
health inroblems. 

Each state must provide, at a mmminn. the following BFSDT sem^: 
assessments of health, developmental, snd-nutritionai status; tmclothed 

_t : t i,^-mm,fr,tm»*tnrtm anTV«vm'n CkfA .fm> M0n find neAlth. 




, necessaiy 

by the screening.... 

States are permitted to nrovide services to children under EPSDT even if 
th^ are cwsrwise not available, or available on a limited basis, to other 
Medicaid beneficiaries (e.g.. vision, hearing, and dental servic^ «»atm^ 
not othsrv?ise be available from that state's Medicaid progJam). (p. 322) 

This enables a state to target an enriched array of services to children without 
rigking f maTitnal <ixp<»ure in the remainder of its program. 

The Omnibus Reconciliation Act of 1986 (OBRA '86) also authorized state 
Medicaid coverage of at-home respiratory care services to ventilator-dependent 
individuals. Individuals must be medically d^ndent on a ventilator for me 
support at least six hours per day, and require inpatient respiratory (are for which 
Me&caid would pjy, if home respiratory cars services were not avaUable. The 
coverage permits a state to serve Medicaid eligible ventilator-depend^t children 
at home without having to utilize a "2176" home and communiiy based waiver (see 
the follov^ig). 

The myriad of service options a state may elect under federal law as well as 
the special limitations a state may impose on covered services render it practically 
impossible to draw general conclusions about coverage, mdependent of each state s 
program. A careful review of a state Medicaid plan is required to dstemune the 
scope of service coverages and their potential applicabilily to furmshmg home 
services to children vvitn disabilities. 
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RECENT LEGISLATIVE CHANGES 



Tax Eqssiiy and Fiscai Responsibility Act ot 1982 {TSitRA) 
Purpose 

TEFRA allows states to amend their M^caid state plaiis to providvregalar 
Medicaid service (but not non-i^dical support services) to all children with 
disabilities under age 19 living Bi home. Who because of SSI income eligibility 
rules^ (Le.t the tmdeeming of parental hicotae) would be Me^caid eligU)Ie onlf if 
instituticnalized. Relevant statutory provisions are contained in Se^on 
19<^(e)(3) of the Social Securit^jr Act. TBFRA 134'' coverage represented one 
outgrovTth of the so-<^ed "l^tie Beckett waiver program. 

EUgibUUy 

The individual must both meet the usual categorical criteria for disability 
under the SSI program and must require the level of care provided ii> a hospital, 
ICF, IGF/MR, or SNF. The state must ascertain for each child that home cara is 
appropriate, and that the cost of this care4oes not exceed the^cost for institutional 
care. Unlike ^e "waiver^ program, this state option requires the state to cover aU 
children di/iabilities who meet the criteria on a statewide basis, whether or 
not they are institutionalized The ninnber of children tiiat the amendment vrill 
actually affect depends on the ro^trictiveness of the state's intej^retanon .of 
requirements of institutional care. States are &ee to develop their own 
implementmg rules and to discontinue co^^rage for this group at any time. 

Services Provided 

Persons made eligible under the TEFRA state plan amendment are eligible 
for all Medicaid services provided by the state comprehensiveness plan. The 
amount and types of care available to the children depends on the of the state's 
Me^^d program and tlie willingn^ of states to expand Medicaid options. 
TEFRA does not provide authorization to fTumish alternative or other optional 
Medicaid services. To offer such services, a state could seek approval for a 
Medicaid waiver (discussed kter in this report). A Medicaid vraiver can be 
operated in corijunction with a TEFRA amendment 

State Participation 

Ab of 1988, only 22 states have amended their state Medicaid plans to add 
the TlsFRA-134 coverage option* The reluctance of the majority of statea to select 
this eligibility option reflects wariness concerning the costs of adding a new 
entitled service population (Allan Bergman, UCPA, personal communicatiou). 
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Coaioiidated Oim£i&as Budget Kscosaciliaticai Act of 1985 (COBRA *85) 

This act added a new section to the Social Security Act jmder whicih states 
W8 authorized to cover targated cass maaa^ontfia a^ixjpfaooai sep^ im 
thsir Medicaid plan. Ca^managaasht is diiaed as servicss^t^ 
eligible imdividuals In gaining aecsM to nseded medigai, soeid> gducafaonal, and 
omt semces." Once such services are ^pi^^fbr covierage in a state s plan, ^ 
federal financial pariacipation m the cost of targeted case mana^ment services is 
inade available at the state's regular federal assistance percea tase 
management can be targeted to.sp^c populations wi&out havmg tojneet 
MeSi^d «statewidfihesa" or comp^iliiy provisions. The group may ^ identified 
age, type or degr^ of disability, iHne® or condition "or other identifiable 
aractenstie or combinatibn thereof.** 

Sfl^icase Catastzi^hie Covers^ Act of 1988 

The Congressionai Research Service (1988) reporter 

the Medicare Catastrophic (Coverage Act of 1988 (P.L. I00«^0) provides 
that state Medicaid plans which iiapose day Umits onp^ents for 
inpatient hospital services must establish eECSptions to those limits for 
medicdhr necessary inpsslaent services f^r infants (up to age D m 
hospitals which serve adi^zbportidnate share of low-mcOme pitienta,... 
These chsmges have the pra^cal effect of increasing compensato for tlie 
treatment of premature mfants, infants with acquired immunodeficienQr 
syndrome (A&s), and other disabled mfants in ho85itals:l<^ted m states 
with Medicaid programs that impose durational limits, (p. 330) 

OnmiSnm Budget E@concmatio& Act of 1988 (OBRA 1983) 

A3 of January 1988, all residents of federally fimded nursmg homes who 
have mental retardation or developmental disabilities must be screened to 
determme if thsy require 24 hour nursmg care. By 1990 altemativ6<appropnate 
arrangements must be made for rodents who do not require such care. States 
must also screen all new admissions January 1989 and cannot adnut an 
individual to a nursiiig home unless sfhe has been 4eterimned to require the level 
of care provided by the nursing home (Bergman, 1988c). 
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MEDICAID: WAIVER PROGBAMS 



HOME AND COMMUNTET BASED WAIVER 
Purpose 

This program (sometiines referred to is "2176 waivera" bassd on ita 
authorizing statute) enables states to final ce a variety of hom^ and coipvnuni^ 
based, non-medi^ support services not UE».!ally covered lgr Medicaid f<»r recipients 
who would ot^ierwias need more costly institutional <are. Uriliks service pptaons 
available within the state Medicaid plan, coverage of hdme and comimmitsr-based 
(HCB) services under the waiver requiresrthe s^Jbmisaion of a special am)Ucation to 
HCFA. Once approved, waivera are effective for a three year period and can he 
renewed for a five year period. In its application, a state must designate wmch 
types of services it wishes to cover, how the sei vices are to be covered, the tar^t 
populations for the services, eligibility requirementaii and other a^umices. There 
is no limit on the number of waivers, that can be granted to a state. The federal 
share of the program ranges firom 50% to 80% depending on *he state federal 
Medicaid assistance percentage. 



EUgibiUiy 

The Task Force on Technology Dependent Children (1987) provides the 
following discussion: 

Eligibility is limited to Medicaid recipients who, in the absence of HCB 
services, would require long term care in a hospital, skilled nursing facihiy, or 
IGF/MR. States may restrict eli^ility for waiver participation to recipients 
residing in certain geographic areas in the state; to individuals being 
deinstitutionaUzsd; or to particular individuals for whom the Medicaid cost of 
providing HCB services is less than the cost of providuag institutional carc^ 
States may eatpand income eligibility for the target popi'ldtion m two ways: 1) 
by not deeming f», certdn portion of the family's income to be available to the 
individual receiving care at home; or 2) by raising the Medicaid income limit 
to a level equal to mree times the maximum payment made to an individual 
under the program... [This is referred to as the "300%" rule.] Individuals 
becoming eli^le under this hi^er iacome standard are required to 
contribute to the cost of their care. (Task Force, 1987, p.l02) 




Substantial portions of this section were prepared by Gary Smith of the National 
Association of State Mental Retardation Program Directors. 
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The "800% rule" may b© used for persona wHo, because of excess income, are 
not eHgible for SSI; would be eligible for MecUcmd>if Mtutionalwed; and wiU 
receive the HCB services, A stete may employ the 300% rule (or a vanataon 
thereof) oa^ to the extent i^ Mpiies a similar standi^rd to determine eliability for 
institutionaUy-based serviftss, (le. income levels for waiver stJrvices can be no more 

fenerous than for mstifcutibnal services). The SSipayment for a couple m June 
989 is $663 per month. The 300% rule therefore allows eligibility for a couple 
with income up to $1,659 per month. 

Unlike a TEFRA. state Medicaid plan amendment, a waiver (both the 2176 
"regular" waiver and the •toodel" waiver described next) permits a state to umit tne 
wajver of the deeming of a portion of a family's income to a discrete population 



Sendee provided 

States may provide services imder the Home and Community Based Waiver 
that are otherwise not covered by Medicaid, such as homemaker, respite care, 
personal care services, mines home modifications, non-medisal transportation, 
emergen^ response ^ystme, family eoxiaultation, habUitatibn and supported 
employment programs, as well as augmented regular Medicaid sernic^, (La., 
beyond the extent, scope, and duration of the states Medicaidser^cM) such as 
hourfer shift nursing, personal care, medical supplies, durable medical eqmpment, 
and other services as approved. Under a waiver, a state may relax hnuts 
established for regular state plan services when such services are^fiinushed to a 
waiver redpient; a statt^ is not required to meet medicaid "statewideness or 
"comparabiii^ requireffients; ana a state may authorize Medicaid services it does 
not cover under the state plan. Where it can be shovvn to be cost effective, the 
waiver may also be used to pay for an individual's private hisurancp premiums. 
Recent amendments to the waiver include emijloyment related services tcid 
supported employment as allowable HCB services. 

RestricHona on Waiver Programs 

In adopting Section (1915)(c) of the Social Securitv Act, Congress m^dated 
that a state must demonstrate tlmt the average annual per capita costs of HCB 
waiver services would not exceed the average costs of institutional services (e.g., 
ICF/ME, hospital, or nursing home payments) that would otherwise be furnished 
to waiver re<apients. In its implementing regulations for Section 1916(c), the 
Health Care Financing Administration (HCFA) promulgated a complex formula, 
designed to assure that a state's proposed HCB waiver program was cost-efftvctive. 
The essence of this formula is that, m order to gain HCFA's approval of its HCB 
waiver application, a state must demonstrate that spending on long-term care 
services (HCB vraiver and institutional services) while a waiver is m effect will not 
exceed expenditures that would have occurred in the absence of a waiver program. 

HCFA provisions permit a state to develop waivers specific to individuals with 
specific conditions and gauge cost-effectiveness agiainst the costs of institutional 
8£rvic23 furnished to tms subset of clients. Hence, m targetmg waiver services to 
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ventilator dapendent chUdren the costs of fwmshing hospital-based sem^ to 
such children may be employed rather than the average costs of all hospital 
services. 

In practice, HCPA requires that a state demonstrate that: (a) not only will 
long-term care per capita esroenditures under a waiver not exceed those projected 
to occur in the absence of onermg waiver services, but also that (b) the number of 
persons receiving long-term care services in a state will be no greater as a result of 
offering waiver services. HCFA^s waiver requestArenewal process includes 
considerable negotiation concerning projected long-term care caseloads. In the 
end, the projected caseload constitutes a "cap" on a state's utilization of lon^-term 
care services on behalf of the target population* If, with a waiver, a state failed to 
effect a reduction in long term hospitalization, HCFA would question the 
effectivoness of the program. 



As a consequence, the HCB waiver program is an anomaly among Medicaid- 
reiniursable services. Whereas for other services, a state may not overtly limit 
provision of services to a fixed number of recipients, a state must do so in its HCB 
waiver program. Consequently, an HCB waiver program is not in^ 
expandable due to increaised recipient demand. Federal review criteria also place a 
large premium on the deactivation of state institutional beds in order to expand 
waiver services. Finally, the HCFA formula itself creates a substantial fiiMuicial 
disincentive to offering lower cost services to waiver recipients. The waiver 
formula does not permit states to realize the savings of offering lower cost services 
and then to offer mese saVmjp to new persons. Therefore states tend to develop 
waivers for relatively hidier cost services, thereby obtaining more federal dollars, 
rather than opting to offer the less expensive in-home services. This a factor 
behind explaining wl^ in-home services typically do not command a signuicant 
share of HCB waiver spendmg in most states. 



St€Ue Participation 

Presently 39 states operate HCFA-approved HCB waiver programs targeted to 
serving persons with developmental disabilities. The scope and range of services 
offered under *ihese programs varies enormously. As a consequence, determining 
whether services are available tmder a state's waiver program that could play a 
role in meeting the needs of children at home requires an examination of the 
particular state's waiver program provision. 
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MODEL WAIVEBS 



The so-called "Model Waiver" option was developed by HCFA to create a 
streamlined process for a state to offer home and community-based services (under 
Section 1915Cc) of the Social Security Act) to a relatively small nuinber of 
individuals. This program was intended to replace the caserby-casiev^ 
requests that emeriedas an butsprowth of the "Katie Beckett" esse which allowed 
states to redeploy Medicaid ftmos for ini»tient services to the support of m-home 
services. However, the "Model Waiver^ program establishes no specta}^ 
opportunities to initiate home services for chili ah with severe dSsabihties^apart 
from generalized statutory authority governing thb home and commumty-based 
waiver program. Structurally, there.is no substantive difference between the . 
model and the "2OT waiver program. The chief dislanguishing charactansfac of 
"Model Waiver" programs has been their size and the types of aervicesTmdividuals 
states typicajfy target The model waiver represents an opportumty for a state to 
more discrete^ target waiver services to a partidpating^-^^nt subiwpulatibns (e.g., 
ventilator dependent children Uving at home), and Ihe ( (jdel waiverls generally 
oriented to serving children living at home; Until the ptf^sage of OBRA.-87 m 
December, 1987, HCFA restricted the size ofModer Waiver programs to no more 
than 50 individuals. Under OBRA-87, Model Waivers serving up to 200 
individuals are now permitted. A state may propose to operate two or more model 
waiver programs ana may operate a moder waiver in additionvto or in lieu of a 
regular section 2176 waiver. Ifa state akeady has a 2176 wai\er, the medel 
waiver application form permits the state to avoid repeating mme mateinal m its 
request 



EUgibiUSy 

Model Waiver eligflbiUty criteria parallel those employed for the 2176 home 
and communily-base«iwaiver program. HCFA encourages a state to utilize the 
Model Waiver mechanism when it is seeking to cover a relatively small number of 
individuals. Inadditibn, where coverage of children Uving at home is desired, 
HCFA also encourages (bnt does not mandate) that a state consider concurrently 
apphring for a waiver of the "deeming" of parental income as a means of 
broadening eligibility for Model Waiver services. A state, however, may apply for a 
\?aiver of 'deeming" when it is seeking HCFA approval of a "regular" HCB waiver 
program application. 



Servicea Provided 

While a state may propose to include an array of medical and non-medical 
services in a Model Waiver program application, HCFA guidelines urge states to 
restrict Model Waiver programs to a hmited set of services. As with a "regular" 




This section was largely prepared by Gary Smith of the National Association of 
. State Mental Retardation Program Directors. 
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waiver profcpram, a state may propose to cover medical services not otherwise 
furnished under its state Medicmd plan and to augment the ejrtent, scope and 
services available under the state plan. 



Other Notea 

In most instances, states have employed the Model Waiver program to extend 
Medicaid coverage to relative^ discrete, low-incidence target populations. Smce 
utilization of home and community-based services is capped, some states have 
found the Model Waiver program to be a preferable alternative in covering home 
care services for children with severe disabilities to opting to add TEFRA 134 
coverage under the state Medicaid plan. Like "regular" waiver programs, however, 
the Mwiei Waiver program cannot be viewed as a means of achieving broad-based 
Medicaid coverage of non-institutional services. A "model" vraiver may be 
appropriate in the case where the services a state wishes to finmish vary markediv 
from uiose that would be furnished under its regular waiver or if the institutional 
costs that would be incurred in the absence of a weiver are differentially higher 
than settings such as an ICF/MR. 



WAIVER PROGRAM FOR "BOARDER BABIES" 



The Congressional Research Services reports (1988): 



The Medicare Catastrophic Coverage Act of 1988 (Public Law ^00^60) 
establishes a new vraiver program targeted at "boarder babies," children 
who are infected with the acquired immunodeficienCTr syndrome virus 
(AIDS) virus or who are drug dependent at birth and who may remain in 
hospitals hidefinitely because of problems in finding an alternative 
placement. The navv 1915(e) vraivers will allow states to provide services 
to such children, aa well as to any children with AIDS, who (i) are under 
age 5, (ii) are receiving or are expected to receive federally fuLJed adoption 
or foster care assistance, and (iii) would be likely, in the absence of 
vraivered services, to require the level of care provided by a hospital or 
nursing facility. Covered services could include nursing care, physicians 
services, respite care, prescription drugs, medical devices and supplies, 
transportation, and any other service requested by the state and approved 
by the Secretary. 

As with other home and community-based services waivers, the state is 
required to provide assurances that the health and safety of waiver 
participants will bs protected, that there will be financial accountabilitjr for 
program funds, and ;hat the projected per capita cost of the program will 
not exceed the costs that the Medicaid program would have mcurred for 
ths same individuals in the absence of a waiver, (p. 343) 
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MEDICARE 



Purpcac 

The purpose of ths Medicare proffram ia to provide hospital insurance 
protection and medical cara insurance for covared services to any mmn aged 65 
or above, to certain pare^i^ with disabiliiji^, and to individuals with ctoronic renal 
disease. Medicare hospiM iaaurance (Part A) is financed Social Secun^ 
payroU contributions animatdiicg contributions fh)m6mplw^ There js no 
stats financial pifftidpatioa, a!thou|^ state«? may "buy mto" Medicare coverage for 
certain eligible Medicaid recipients. M^niicare medical insurance (Part B) is 
available to eligible persons on a voluhtaiy basis. 



ERIC 



EUgibUify 

The only children under age 18 who are eligible for Medicare are those with 
end-stage renal disease, (except in the unlikely event that a child is a beneficimy of 
SSDI thr;u^ their hia or he? own work Wstoiy). The following category of adults 
are eligiblelbr Medicare: 

« Disabled adults under ago 66 who have been enHtled to Social Security 
Disability benefits for at least 24 months. This applies to boih the disabled 
worker who m tfee primaiy benefieiar^ of SSDI as well as the disabled adult 
of&pring of the primaiy worker that juad been receiving SSDI benefits as a 
family member or a disabled worker. 

e All persons age 65 or ove/ who are entitled to monthly benefits under the 
Sooal Security Old Age benefits or railroad retirement programs, 

9 All adults receiving SSDI benefits, and their children and spouses, with 
end-stage renal disease who require renal dialysis or kidney transplant. 

All persons aged 65 or older (exempt aliens) and all persons with disabilities 
entitled to Medicare Hospital Insurance are also eligible to enroll in the Medicare 
Medical Ljsu:rancS (Part B) program on a voluntary basis by paying a montmy 
premium (usuaife^ deducted from the monthly social bscurity check). Federal 



Assistance with this section was provided by Df/iures Cashman of the Health Care 
Finandng Administration, by pubUcations of the Health Care Fmancing 
Admi2iistration, and by Allan Bergman of United Cerebral Palsy Associati 
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monies supplement the paid monthly premiums ^ cover Medicare Medical 
insurance oenefit admiinstrative costs. State welfare ^ncies may "buy in" to 
Medicare on behalf of public assistance recipients andjpay the premium. Under 
*^uy in" programs, Medicare pays for benefits wMch Medicaid would otherwise be 
required to cove^. 



ScrviccM covered 

Hospital insurance (HD benefits are paid to facilities to cover the reasong^le 
costs of medically necessary services fmiushed to individuals entitled imder this 
program. Medicare will pay for services that are "reasonable and necessary" for 
the diagnoses and treatment of an illness or ic^u^. It will not pay for "custodial" 
care such as assistance in daily living activities, m general, hospital insxsrance 
covers hospital care, skilled nursing, home health care and hospice care. Thens are 
limits on the amoimt of these services that are. covered. The voluntary medical 
hiBurance will pay for 80% of Medicare's approved charge (after a small 
deductible) for: physicians and siiri^ns services, home health service, hospital 
service and other medical and healtn services. 



Medicare Catastrophic Coverage Act of 1988 

This act is the first msyor legislative expansion of Medicare since its enactment in 
1965. Hospital insurance was broadly expanded from providing 60 days of free 
hospitalization per "spell of iUness" to unhmited fcm hospital care after payment of 
an mitial azmual deductOble. In addition, out*of*pocket expenses for doctor bills 
(tmder Part B) are capped at $1,370 a year. Beginning in 1991, Medicare ^ pay 
50 percent of the cost of oul^atient prescription dru|^ in excess of $600 per year. 
Home health care coverage is also expanded. Beginning in 1990, "intermittent" 
skiiied nursing care can be provided for up to 39 continuous days of home care, 
seven days a week, at one or more visits per day. U.:der the new law. Medicare 
will also pay 80 percent of up to 80 hours of in*home care a year for persons who 
aire "chronically dependent" Services include homen:'aker, home health aides, 
personal care and nursing care to provide respite to families who are providing 
lon^ term care support to the Medicare beneficiary. The beneficiaxy must need 
assistance with at least two basic activities of daily living. The new Medicare 
benefits will be financed by new premium increases. The premium increases are 
tied to an individuals adijusted gross income, reflecting a change toward en income 
tested program (Bergman 1988a). 
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CIVJUAN HEALTH AND MEDICAL ?ROQRAM OF THE 
UNIPORMED SERVICES (CEAMPUS) 



Purpose 



I U.S. Department of Defense provides to health care for fan^ inenibers 
ay personnel throu^ two interdependent wstems: 1) military treatment 



The 

fadlitiefB (lo. hospitals and clinics); and 2) the CHAMPUS program which 
supplements and shares the costs of care not available in mihtaiy troatment 
facilities. 



EligibiUty 

Those eligible for CHAMPUS are family members of military personnel 
Service» offered 

CHAMPUS offersTOguiar home health benefits - including: durable medical 
equipment, oxvgen, phyncai therapy, skilled nursing care, memcations and 
medical supplies and physician vimts. CHAMPUS also has a special program for 
active duty military personnel which provides financial assistance when a 
member's child with moderate or severe mental retardation or j^ysical handicaps 
is excluded from appropriate piAlic programs or institutions. The Program for 
the Handicapped (FFTH) autnorizes benefita including diagnostic services, 
inpatient, outpatient and home treatment, rehabilitation, training, special 
education,.in8tit!itional care, durable medical eqmpment and supplies, 
transportation, and skilled hourly nursing care. The PFTH is Umited to a 
maxunum of $1,000 per month. CHAMPUS does not provide for "ciistodial care" 
defined as care- for persons who require assistance to support the essentials of 
daity living and not "active treatment" to reduce dependency so that the patient 
can ftmction outside of a protected environment. If a child is determined to be 
"custodial" the child is only eli^le for limited home care benefits. 

There is presently a Home Health Care (HHC) demonstration project for 
family members of active duty personnel. Persons who would otherwise he 
receiving hospital care can receive extensive home health services - including 
akiUcKi hourly nursing - and related community support services whicfcare 
medicalty necessary, appropriate and cost^ffective. The program excludes persons 
requiring "custodial care** and applicants must^ meet "level-of-care" requirements. 
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Information for this section was derived from Task Force (1987). 
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MATERNAL AND CHILD BEALm BLOCK GRANTS 



Background 

The Onnibus Reconciliation Act of 1^81 created a single Maternal and Child 
Health (MCH) block grant which replaced many ciitegoricS grtuats originating 
under Title V of the Social Security Act of 1935. Some cf the categorici^^gt^ts 
were for: Crippled Children's Services; Maternal and Child Health; and Ksabled 
Children's Services. Under the block grant, fedeiil requirements for specific 
programs were eliminated and states were gnmted wide ilexibili^ over the 
structure, target populations and services. Under the MCH block grant (often 
atill referred to aa "Title 5"), eveiy four federal dollara must be matched with three 
state dollars. Acid© firom the block grant, the federal appropriation for maternal 
and child health also funds other specified projects. 



Purpose 

There are four federal priorities that are outlined for the use of the Block 
Grant. They are: 



« To asstire access to quality maternal and child health service, especially for 
those with low Income; 



9 To reduce infant mortality and the incidence of preventable diseases and 
handicapping conditions among children, and to reduce the need for in- 
patient and long-term services; 



e To provide rehabilitation services for iadividuyis who are blind or who 
have disabilities under age 16 receiving SSI; and 



it To provide assistancs to children who are in need of special health care 
services by efforts lo locate thepi, by assuring medical and other supportive 
services and care, and by assuring availabiMty of health care facilities. 




Assistance with this section was provided by Harriet Fox of Pox Health Policy 
Consultants, the U.S. Office of Maternal and Child Health and publications frora 
the Office of Maternal and Child Health. 
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Of the total ccngresaional appropriation for Maternal and CMd Health, 
Toudi^ 85% 0)68 to states, on the baais of specified fonnulaa, m the Maternal and 
ChiHrHealth Block Grant 

Rouriily 15% of the congrensional appropriation (known aatiie fede^-aet- 
aside") goes to fimd discretionaiy aranta referred to as Special Projects of Regional 
and National SigniScance (SPRANS). 

The SPRANS include five grant categories: Jd:atemal and Child Health 
Research (development and application of new knowledge to tto health problenjs 
of mothers, children and ^dren with special health care^ne«^)j Miisipl and 
Child Health Training (iKwiership trainsng in specialized health profewions); 
Genetic Disease Testing; CounseSng and Mormation DiMwininsfaow Heino^hiha 
Diagnoetic and Treatment Centers (serving aa a demonstra^on jiodel for i«su^ 
relating to regicaaiization of treatanent of low prevalence condinona); IfaterMl 
and 3iuld Health Jmproveinent Project (the creative modification of maternal and 
chad heaJth care aystems to improve health status). The SPRANS grants are 
awarded on a competitive basis to a variety of applicant organizations. Nearly 500 
SPRANS greats were avrarded in 1988. 

Congreasional appropriatidna for maternal and child health that ^ceed a 
certain ceiling are earmarkoi for other specific purposes. A designated percantagg 
A of tho funds that exceed the ceiling- ia used for grants to fund projects for the 

W screenmg of newborns for sickle cell anemia. Another percentage abo\<^ the ceilmg 

is allotted for the development of chUd health demonstration projects tMfc provide 
primary health care services to.all children and to promote communitjr-based 
service network and case management services for children with special health, 
care needs. 



EUgibiUty 

Maternal and Child Health Block grants fund a variety of programs. 
Eligibility for prograjns is determined by the state and may focus i>n particular 
subsets of children. Federal law prohibits unposing fees on low-income women 
and children. Where;fees are imposed, they must reflect the in^me, resources, 
and ftoily size of beneficiaries. Some states hafa sUding/ea schedule} (Task 
Force, p. 107). Many/ states have expanded service eligibiiiiy to mcluoe children 
with a wide range of chronic health conditions (Task Force, p. 108). 



Services provided 



State applications for Maternal and C lild Health Block Grants must include a 
statement of goals and objectives and of services to be provided. Many states use 
tho block grants to continue to fund the previously existing categorical programs 
(e.g., Crippled Children's Services and Maternal and Child Health). 
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The Task Force on TeclmelGgy Dependent Children provides the following 
description of services provided ^ some states under i^he block grant through 
their state Children with Specif Health Care Needs (C^HN) programs (formerly 
caUed Cnppled Children's Services). • 

Services offered in state Children with Special Healtb. Needs Prcgrams are 
diverse and extensive* Mpst states spend program firnds on screening and 
treatment of handic^plng conditions. Th^alsofondavrii^etrpf on^i^m^ 
sup|K)rt services, including case manag0zne!]Ltim!i't»}imse iin^ ^^^ta GsHm 
services a!^ typicalhr provided throiz^ .^^tate l^aith a^cf^and plwsdcians 
on a f^for-servica hiam. In most stat^, CSHN is a stro^a^ clinic^Saaed 
program, both providing and reimbursii^for covered sei vices; CSHN is often 
coordinated with Medicaid with CSHN prvvidiiig servic&i and Medicaid 
reimbursing the clinic for services provided to Medicaid eligibla famili^. 
Despite its traditional clMc-based emph^rmost CSHN programs fimd or 
provide vaiyxng amounts of home care services such as home nuraiz^ and 
respite care as well as case management and training for famili^. (Task 
Force, 1987, p.107) 

Under the special allotment to states earmarked for primary care services for 
children and specialty services for children with special health care needs, many 
states have initiated new progran^. Many states nave focused on providing case 
majiagement rather than commtmity*based service networks* Some programs 
ha^ restricted resources to particular sub-populations of special needs children 
(Fox, 1988)» 

SPRANS projects have also added to the range or services available to 
children with chronic illness or severe disability. Programs in Illinois, Louisiana 
and Maryland aimed at developmg long term care for ventilator-dependent 
children, mcluding a regionalized system of care and a comprehensive coordinated 
care model (Task Force, p.108). Family support projects have begun in New York 
and Oklahoma and other projects have focused on coordinated community-based 
care. A directory of all SfRANS projects is available throu^ the National Center 
for Education in Maternal and Cmd Health m Washington. 
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Purpose 



This recast act astablishea a new asmpetitivs state grant pK>gram to assist 
Ktatea to develop and implement a consumer-issponsivs statewioa tecanology 




assistive' 



technology services; iiscraase the availabiHtyand ftmdm^ibr J» pjop^on^i these 
asesti?8 technology dsvieea; in(»eaae the imo^Iedge of the-e* isaar of aaistive 
technology device among indmduabwthdisabiUties and rdat^ps^^ 
increase the capacity of p^lic and private entities to provide technology rsla^ 



assistant. 



Recipients of the grant activities are defined as persons v?iip are considered to 
hava a di^ility by gs^ other state or federal law and who weuld be^esablsi W 
assistive technology to maintain a level of functioning or achieve a greater level of 
functioning in any maaor life activity. 

Three year grants are made to states who submit ^plicatioijs. The amount of 
the award is based on the overaE appropriation &om ConE?e^ the popu^on of 
the state or tsnitoiy, and the types of activities proposed by the j?^^^. 
applica^on. The law states that &sre should be an equal geogrj^hic ^st^aution 
of states receiving grants. In the first two veara of the three year grant, a state 
may revive between $500,000 and $1,000,000. In the third year a state m^ 
receive as much as $1,500,000. 



Franklin (1988) reports that "States can use the funds under this act to carry 
out any of the following ^stivities: 

o Model Deliverv Systems -Under the Act, a state may support the 
development of modal ^vstems for the delivery of assistive technology and 
services that can be replicated. 

0 State-wide Needs A^sssment - The state may conduct a statewide nee^ 
assessment which may be bassd on already existing data and may provide 
states with information on the scope and type of services to be provided. 
Under the needs assessment, states are also to investigate funding sources 
available for the payment of assistive technology. 
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e Support Groups - The state may use funds to encourage the creation or 
nmintenance of coiamunity-based organizations or systems thjat assist 
individimis with disabiliti^is to u^ assistive technology or devices. 



e PubUc Awareness Programs -The state may fimdi)\ibUc awareness 
programs designed to provide information on assistive technolo^ designed 
to ^ucate a wide audience of individuals on assistive te:hnologf . 



e Trainmg and TechnicalAssistance- Funds for this program 
to support training activitie?^ whidi relate to the provision of assistive 
technology services* The training can include inoividuals with disabilities 
and their family members as welTas individuals who work for public 
a^ncies or private entities that have contact with individuals with 
disabilities. 



e Access to Related Information - The state may develop, operate or ^and 
a system for public access to information systems. 



e Interagency Agreements - The state may enter into cooper^^tive 
ag]^ment3 with otiiier state ^ncies to ^and the capacity of the state to 
assist individuals vntix disabiliti^ to learn about, acqiure, use, maintain, 
adapt, and upgrade assistive technology and services. 



e Other Activities - The state m^ tise its funds for any other activities 
nemsary for developing, implementing, or evaluating a state*wide service 
delivery system,", (p. 4) 



Title n of the act authorizes a variety of discretionary studies to be performed 
by the federal government including: a study on financing assistive tecmiology; a 
national information and program referral network; training and public awareness 
project; and demonstration and innovation projects. 
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svppxMimTAL ssevmrrm^com (ssd 



Purpose 

SSI provides monthly payments to childrsn who are bUnd or disabled whose 
family iacomo and resources are below specified levels. SSI is also available to 
low-income addts with handicaps or who are over age 65. BUg2>lepersoM 
receive a basic standard federal grant ($368 per month at prosent for smg^e 
persona and $553 per moniih for (idujples) that ii 100% federal fimded. Persons ^ 
with some income who do not mudify for the whole grant may re<»iv» a partial 
SSI grcni Sbjaae states also offer supplemental payments above the federal grant 
to ehgibld individuals (including dMbn). State supplements^ 100% state 
fimded. Sdme state sujpplement programs contain provisions-to make.payments 
on behalf of mdividuals with dicabiUties for liome care services or to meet the 
costs of bo«ard and care. States may dioose to offer some or all of the 
supplemental^3»nt to children ana adults who do not meet income restrictions 
for the basic federal grant but are under statospecified income levels for the 
supplemental grant 



EUgibUiey 

According to present Social Security Regulations (Social Security 
Administration 1977), children under age 18 are eUgible for SSI when they have a 
disability or impaument (or the medical equivalent) that is mcluded m the S^ial 
Security "List of Impairments" and if the child meets income and assets ehgibihly 
criteria. 

The disability eligibility criteria are currently bein^ tested in federal court. 
Under the origiiml Sdcial Securi^ Act a child was considered to be disabled if 
g/he imd a dsabili^ that was comparable in severity to one that enabled mi adult 
to Quali&. Adult quidifications rwt on assessments cf whether their disability 




Portions of this section were prepared by Gary Smith of the National Association 
of State Mental Retardation Program Directors. Information was received from 
Bay Trudell of the Health Care Fmancing Administration, Harriet Pox of Fox 
Health Policy CJonsultants and publications by the Social Security 
Adminktiation. 
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court that upheld SSA's re^uiremenia (Mental Health Law Project Update, 1988; 
Association for Retarded Citizens, 1988)» 



In determining a child's income^ a portion of the family's income is "deemed" 
available to the chUd if the child is living with his or her family. , Therefore 
children living with families that have moderate income, and ia some cases low 
mcome, may be excluded from SSI benefits. For children who are living put of the 
home (e.ff., mstitutionplized or living in an Intermediate Care Facility) fur more 
than SO d£Qm» family income is not deemed; and the child may therefore become 
eligible for SSI. Tliis policy, however, may foster oufcK>f-home placement. 



Adults are eligible for SSI if, after exclusions, an mdividual's income.does not 
exceed $354 per month and resources do not exceed $1,900. These eligibility 
criteria do not varv across state. States do vary, however, in the resource 
requirements for the state supplemental grant for both adults and children. 
States also impose other restrictions on SSI supplemental payments for home 
care or residential ''budrd and care.** 



Services provided 

The winyimiim federal SSI payment for an eligible adult or child is $368 a 
month. The m^x^'mtiin pa3nnent may be reduced to reflect other recipient income. 
No Ihnitations are placed on types or kinds of expenditiu^es to which federal SSI 
payments may be pu"^ Once a child is eligible to receive SSI payments, th^ are 
also automaticdly eligible for Medicaid in all but thirteen states (see pag;e 6) 
provided a state has entered into a Section 1634 agreement with the Social 
Security: Administration. 



State supplemental programs vary enormously in their scope. 
Supplementation may provide only minin^al additional cash assistance to SSI 
recipients or may include provision to assist elderly persons and/or persons with 
disabilities to receive 'Tiome care" services or meet the costs of Tward and care" in 
residential setting. To determine whether a states supplemental program is 
pertinent to meeting the needs of children, a careful review of the particular 
state's program is required. 



Individuals living in institutions do not receive SSI grants. However, many 
children placed in institutions (no longer having parents income "deemed" 
available to them) become eligible for SSI and therefore eli^le for Medicaid and 
for Medicaid payments to the institution they are residing m. Such children also 
receive a smaU cash dlowance for "persQnal and incidental expenses" from the 
Social Security Administration. Thirty dollars a month is placed in a trust fund 
for children and adults living in institutions for their personal use. 
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Ineentives for Employment 

P.L. 9£ "13, the EmplOTment Opportunities for Disabled Ameneans Act, 
passed^ July 19^ iST^ recipients jdtti disabiUtiej to work 

amdprotectl&nefitswMeaUowingiwdpientstotes^ In 
part&ular it aUovw continued Me<ficaid protection for recipients whose 
Sunines are too hidi fw SSI cash payments as long as ^ot wmaminedjcally 
im^Sed, need MeScaid in order te work, gidcsn^ot 5®>"i *J 
benafits/These provisions are reflected in Section 1619(a) and 1619(b) of the 
Scidal Security Act 
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SOCIAL SECVmTTDISABnJTrmSVRANCE (SSDi) 



Purpose 

The purpose of SSDI is to replace part of the lost wages resulting from a 
ph^cal or mental impairment severe enon^ to preventa person firom working. 
oSDI is provided to workers who have paid into the Social oecurity flEvstem and 
are tmable to continue working becatzse of disabiliW. Unlike SSI, SSDI is based 
on employment histoiy and it is not ^eans tested^ (le., not based on income). 
Over the years SSDI nas been enanded to include cash benefits to certain family 
members of a worker with disabilities who is "insured^ and is receiving SSDI 
benefits. All minor age children (mcluding children with disabilities) of an 
insured workar can receive a portion of the insured parent's benefit amount. 
Presently^ ^dren of an insured worker who are over age 18, are unmerri^ and 
who became disabled prior to age 22 can also receive SSDI benefits. 



EUgibUity 

SSDI is available to minor children (whether disabled or not) if their parent 
is a worker with disabilities receiving SSDI benefits. SSDI benefits are also 
available to minor age children in their own ri^t if they have earned vmg^a for 
about 1.5 years, have paid into the social secxinty systexa^ and have subsequently 
become too disabled to work. (This is most ofi;en relevant to working t^nagers 
over age 16). Unmarried adults (over age 18) who have acquired a disability 
prior to age 22 can also receive disabidty benefits if they have a parent receiving 
SSDI. 



An adult worker under age 65 is eligible for SSDI if s/he has earned wages 
for a sufficient period of time and has become too disabled to work. SSDI 
benefits are extended to other family members of a beneficiary^ i.e. a spome aged 
62 or over under certain conditions, and a spouse of any age who is caring {ov a 
minor age child or child with disabilities over age 18, when the child is receiving 
SSDI benefits. 



Assistance with this section was provided by Dolores Cashman of the Health 
Care Financing Administration and by publications of the Health Care Financing 
Administration. 
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Services Coxxred 

Monthly cash benefits are paid to the eUgibleworfeerand^ 
family member throu^out the period of the workers dlaabigty after a S-month 
waiting period. There are no restrictions on the use of benefits received by • 
bisnefidaries. 

Cash benefits to eUgiblepersons are baaed on Mrarkjhto AvK«§e 
monthly benefit rates awil^for an individual and $919 for ^j5^f"^X«^ 
a fam®. Tanuly members wlio receive SSDI benefits, faidudmjj adult ofiiprag 
vdSadisability, receive a portion of the benefit rate available to the tosured 
worker. Once an indhiduifl is receiving SSDI for 24 months the beir/^ficiMy 
becomes elidble for Medicare. The e!^^bility of Mediae d^^ 
childreii tmder age ISvrhether omot the child has disabiHtiM. Qnct 1 chrid 
turns 18, however, s/he can then be eligible if s/he has hada disabling condition 
with an onset b<3fore age 22. 

Note: An SSDI provision which'potentially wiU benefit people vdth s(5vere 
disabilities is the requirement that workers in non-profit or^nkasons be 
covered. This means that people with severe or profound retardaUpn wo^g m 
sheltered workshops and earmng as Uttle as $400 per quarter could qualify for 
disability insurance and be entitied to cash benefits, Medicare coverage ana 
retirement income. 
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SOCIAL SEE::1CSS BLOCK QBAm 



Purpose 

The Social Services Block Grant (SSBG) enables each state to^fomish a 
varieiy of aodal services directed toward on© of the five gods spedfied m the law 
(see below). SSBG (often referred to as "Title 20" based on ita^uthonzm? 
statute) is a 100% federally funded program but federal allocataOM ^dividual 
states are limited l?? a federal authorization cap ($2.7 biUion m 1$87). Ea<^ state 
receives a federal grant-in-aid to support social services fiwm a population-tosed 
grant formula. States must submit approved plans of service to receive funds. 

Each state establishes its own eligibility requirements. 

Servicea covered 

Federal funds may be used for the proper arid efficient operation of social 
service programs to enable eligible individuals to: 

• Prevent, reduce, or eliminate dependency; 

• Achieve or maintain self-sufficiencj^ 

9 Prevent ne^ect, abuse, or exploitation of children and adults; 

9 Prevent or reduce inappropriate institutional care; 

e Secure admission or referral for institutional care when other forms of 
((are are not appropriate. 

Federal funds cannot be used for the following without a waiver from the 
SscTstary: 

9 For the purchase or improvement of land, construction, or permanent 
improvement of land; or the purchase, construction, or permanent 
improvement of any building or other facility; 



Assistance with this section was provided by Gary Smith of NASMEPD. 
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• For the provision of cash p^snnents for costs of siibsistence or the 
provision of room and board; 



« For the payment of wages of ax^r individual as a social service; o? 



• For the provision of medical care unless it is an integral but subordinate 
part of a sorM service for which grants may be used. 

In no instance, may funds be used for: 



e Social services provided in and by employees of any hospital, skilled 
nursinjg facility, intermediate care facility, or prison, to any individual 
living in such an institution; 



^ For the provision of any educational service which the state makes 
generally available to its residents without cost and without regard to 
their income; 



# For any child day care services unless sucL services meet applicable 
standards of state und local law; or 



0 For the provision of cash payments as a service. 



States have used SSBG funds for a wide variety of services including: cliild 
welfare, transportation, day care, case management, and work activity programs. 
While federal sSBG funds represent one of the most flexible sources of federal 
financial aid, the fixed funding level of this program yields few if any 
opportunities to initiate new services. 
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____ 

\caiLD WELFABE SERVICES 



• 



• 



Purpose 

Title IV B of the Social Security Act provides feC .ral funds to develop 
alternatives to foster care placment or to reunite sepiwrated children and 
fainilies, and to encourage protections for children to ensure thw^ enter out of 
home care only when necessary, are placed appropriate^, provided qpiaUty ewe, 
reviewed periodically, and provided permanent families in a tiiwly ftahio^^ The 
Child Welfare Services State Grant Program is 100% federally funded but anuted 
by a fixed federal authorization level States with acceptable plans receive theur 
share af the total feder^d appropriation for that year. 



EUgibiUiy 

Child welfare services must be available on the basis of need for foster care 
services and oflen^revolve around cases of abuse or nedect Eligibility for 
services is not means tested, nor can serviced be denied on the basis of length of 
residence in the State. 



Services covered 
Services may include: 

# 24-homr emergency caretaker, and homemaker services; 

o daycare; 

e crisis counseling; 

e individual and family counseling*^ 

0 emergency shelters; 

e procedures and airangements for access to emergency financial 
assistance; 

0 arrangements for the provision of temporary child care; 
o home family services; 
e self-help groups; 
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• services to uxmianied parents; 

• mental health, drug cr alcohol counseling; 

• vocational counseling or rehabilitation; and 
0 post adoption services* 
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IFO^rSE CASE AND ADOPTION ASSISTANCE 



This program (somstiines referred to as •T?itla 4©* baaed on iteautiiormng, 
legialation) amends the original chad welfare provisions of Title IvB of the Soqial 
Security Act The goal of tEe progrsm ia to provide financial assistance and 
technical constdtation to states to make changes in their child ^welfere systems. 
Desired changes a]%: 

9 To reduce the nmnber of children entering foster care - the law 
emphasises the use of prepl^n^nt preventive services to help ^lve or 
alleviate family problems that would otherwise r^wlt in the child s 
removal from the home; 

9 To prevent imnecessary separation of the child from the parents; 

9 To improve qualiiy care and services to children and their families; 

& To bring about pennsnsacy throu^ reunification with parents or 
throu^ adoption or other permanenqr planning. 

The Act also provides f^^erai assistance to states to facilitate the adoption of 
children with speaal needs (e.g., mental, physical, or emotional handicaps) by 
subsidizing monthly payments to families who fidopt special needs children. 
Federal rennbursement is given to states for foster care maintenance payments of 
AFDC or StSI eligible children who are in foster care, who cannot be returned 
home, and who have special needs which make it difficult to place them with 
adoptive families without a^istance. Foster Care and Adoption Assistance is 
100% federally fimded. Each state gets an allotment based on a formxila of the 
number of AFDC children in each state. 



Families do not have to meet income limits to receive Adoption Assistance 
payments, but the children must be eligible for AFDC and/or meet the disabilitj^ 
requirements of Supplemental Security Income programs for the family to receive 
fi^eral reimbursement for foster care payments or adoption assistance 
respectively. 
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Services covered 

Monthly payments are mada to femilies who adopt or provide fester eare to 
sjH5cialneeG3cmldrea. Children i^iviiijjfederaUy reimbin^ 
assistsnce payments are automatical^ eU|ibIe for Medicaid afber adoption 
rega]i^ess of the adoptive familj^' eligibihiy for Medicaid 

Additional funding to states made available under P.L, 96-272 requires a 
foster care inventosy, annual goals for children who remain in fcciter care more 
than 24 monthSf service to f^^tate family reunification^ case plan an^Vcase 
review procedures. 
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ABAmONm INFANTS MSI^MfeE ACT 



Title I of this recant act provides grants to states and private nott-p«bIic 
entities for demonstration of projects aimed at services fe» infants and ^img 
children who. were abandonstlin hospitals. These "border babies" laiiaUy include 
infants with AII^ and infants esp*^ to drugs taken by their mother during 
pregnane. 



The law defines "abandoned infanta and young children" as those youngsters 
who are medicalty cleared for discharge fromacute care hospital settings, but 
who remain hospitalized because of a lack of appropriate out-of-hospitd 
placement altamativas. The specific population served will depend on the 
criteria of the particular state demonstration* 



The demonstration grants are made available to states for the purpose of 
developing, implementing, and operating projects to demonstrate methods: 

& To prevent the abandonment of mfants and yoimg children 

© To identify and address the needs of abandoned-infants and young 
children, particularly those with AIDS 

® To assist abandoned infants and yoimg children to live in their natural 
homes or in foster care homes 

o To recruiti train, and retain foster families for these children 

o To cairry out respite care programs for natural and foster families, and 

© Tj recruit and train health and social services personnel to work with 
natural and fostor care familiea and with residential programs. 



o 
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Purpose 



Thid ^et^ originally pas^d in 1984 and reauthorized with modincations in 
I987» aims to enible persona with developmental diaabilitiea to achieve their 
maxiTninn potential wrou^ inqreased independence^ productivity, and 
integration into the community throuig^ formula grants to statra* The:act 
enumetatea several priority ar^ on which atat^ iure req^iiired to expend at leaat 
65% of its annual allotment, A new federal priority area is family suppc 
Famify support services must be designed to: 



e strengthen the role of the family as the primary caregiver; 



o prevent out*of-home placement; 



« reunite families vnth family members who have been placed out of the 
home; and 



e maintain family unit 



Other priority areas include: community living, employment, child 
development activities, and case management. 



EUgibUity 



Federal grants are made to states to fund a variety of programs* All persons 
who are the recipients of the federally funded activities must have developmental 
disabilities. The federal defhiition of developmental disabiUtiea is ^'fun^^^ It 
defines developmental disabilities as the presence of functional limitations in 
major life areas (e,g., learning, self-care, mobility)* This is in contrast to the 
previous "categorical^ definition that defined developmental disabilities by the 
diagnoses of specific conditions (e.g., mental retardation, cerebral palsy). 
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Information for this Sii^ction was derived from "President signs DD e>ctension bill" 
(1987) and *T>evelopm^mtal Disabilities Act becomes P.L. 100-146" (1987). Full 
citations are in the refi^rence section. 
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Services 



Th9 federal allotment to each state ftmds four ma^ov componente. The 
Protection and Advocacy agenqr ill each state promotes the righte of persons 
with developmental disabilities throu^ legpal, administraUve and dther 
appropriate remedies. They also havie the cuthorily to investigate incidents of 
abuse and ne^ect The Uiuversity Affiliated Programs (UAP) pro^de mter- 
disciplhiazy training to prepare professioniBls to work in the neld of 
devefopiiental disabiUties. ThoTJAPs also administer traihingifants that 
address needs m areas of emerging national sig^cance (e.g., agmg, earl^ 
intervention). Special project grants support studies jand activities of national 
signi£canee. 

The basic state grant program assists states in planning and conductmg , 
activities for the benefit of individuals with developmental disabihtaes. This is 
done throu^ the Developmental Disabilities Planning Council in each state. The 
councils administer their allotment and make grants to programs that support 
research and planning activities and that provide direct care semce. Sa%nve 
percentof the allotment must be expended on the designated federal pnority 
areas. 'I'hirty-five percent of the allotment is used for planning, coordmatmg, 
and administering the priority area activities. 
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PurpoMt 



This program (originalhr passed in 1986) received ftmding in 1988. Funding 
is for demonatration or service programa that provide temnbraiy respite care 
serviced for children with handicaps or dironic iUness to alleviate socialt 
emotional and financial stress among families responsible for their care. Grants 
are also available for nurseries for cmldren in crisis because of abuse or neglect 
or who are at risk of abuse or ne^ect* 



EUgibaUy 



Federal grants are made to states* who in turn fund public or private 
agencies and organizations that provide these services. Grants are inade 
separately for either respite care and/or crises nurseries* States must g^ve 
preference to agencies experienced in working with children with disabilities and 
their families. Children who have a handicap (as defined the Education of the 
Handicapped Act 94-142.) or chronic or terminal iUness. To receive crisis 
nurseries service children must have been or are at risk to be abused, ne^ected, 
or from a family receiving protective services. 



Sermcea 



Awarded agencies provide in-home or out-of-home respite care services 
(short-term, non*medical child care) to children with handicaps or crisis 
nurseries to children who are abused or ne^ected. Agencies may be hospital 
supervised or community based. Services be providea on a sliding fee scale with 
hourly and daily rates. Services may include: 24 hour services; access to primary 
medical services; referral to counselin^therapy services; staff training, and, 
public awareness programs. 



CJongress has appropriated $5 million for this program m FY 1989 that is to 
be spent equally on respite services and crisis nurseries. Recently the 
Department of Health and Human Services awarded 27 states a total of 32 grants 
(Extension of Temporary Child Care for Handicapped Children P.L. 100-403. 
Wordfrvm Washington^ October/November 1988). Successful applicants must 
contribute $1.00, secured from non-federal sources for $3.00 received m federal 
ftm^g« 
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STATS SPONSORED FAMILTSUPPOBT AND CASH SUBSIDY 
PROGRAMS ' mcmClAN PROFILE 



Introduction 

WMe federal fimding can provide ai^nificant finauLcing opportunities for 
family support services, programs that are the most fleiible and attuned to the 
needs of femilies are often ftinded hy state dollars. Many states have initiated 
fawiily support programs designed to serve the needs of families that are tamg 
care of a member with diaabillSea. The supports provided to these programs 
vary enormousSr. fmiGei supports include respite, family education or 
counseling, and housmg modifications. Programs also vajy hi their elim)Uxty 
requirements, numbars of families served, limits on supports offered and so on. 
The purpose of most programs is to improve family caretaking abihty ay reducmg 
stress, or converse^ increasing coping abilities, and therel^y reducing the need 
for outK)f-home placement A national survey of family support programs is 
available in Agosta, et aL (1985). 

A particularly unique approach to famify support procT«mis is family . 
subsidies. These programs provide direct cash, vouchers ot^ reimbursements for 
purchases made ij' the family. Thew programs are usually more flexible than 
family support programs providing families greater discretion over ttia kmds of 
supports they can purchase and over the provider of the ssrvice. A desmption of 
ei^t stete cash assistance programs is also available in Agoste et al. (1985). 

The wide variation ui existing family support and cash subsidy prowams 
precludes a useful synopsis. Instead, a profile is presented here of the Michigan 
family support and cash subsidy programs. The Michigan program was ssled^d 
for profile because at this time it represents the most comprehensive «^y of 
family supports m this country. In this regard it provides a usefiil model from 
which other stetes can draw. 
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Michigan Family Support Program 
Purpose 

The mnjor purposes of the Michigan franily cash subsidy and the family 
support program generally are to: prevent or delay the out^f home placements of 
severely disabled children, improve the quality of life for families; make it ^ 
possible to bring children home from institutions and other residential facilities; 
to provide fimdSie for the special needs of disabled children; and to recomize the 
contributions made by natural families to the care of their disabled member. 

EUgibiUiy 

The cash subsidy is available to families: 1) whose taxable mcome is imdcr 
$60,000, 2) who has a child living at home, under 18 years of ag^ and 3) who has 
been assessed by the local ediif^tional authority to require special education 
because of: severe mental impairment, severe multiple impairment, or autistic 
impairment (these are Michigan specific special education cat^jgories). 

The general family support service is available to families with children 
who have a developmental disability. There are no income limits although some 
services are provided on a slidiug fee scale. 

The cash subsidy program gives each family the equivalent monthly SSI 
stipend for adults for eadi eligible child (approximately $255 in 1988). The 
suosidy is received as a monthly check* No requirements are placed on parents 
to provide receipts or other documentation on the purchases made with the 
subsidy. Parents are not required to submit indications of how they intend to use 
the money either. No restrictions are made on the use of the cash. 

Parents were requested to volunteer in an evaluation of the subsidy 
program. Results from the first years of the program suggest that parents 
experienced significant reductions in stress and a significant reduction in the 
proportion of parents who anticipated placing their child out-of-home ^t somo 
point as a res^ilt of the subsidy. Also, types of purchases made follow family 
resources. While both lower income ana higher income families report^ thao the 
most common ejcpenditure of the subsidy was on clothing, those with low income 
tended to the spend money on food and household expenses* whereas as higher 
income families spent the subsidy on diapers and recreation. 

In addition to the subsidy there are a variety of family support options 
administered through county mental health boards. Support services include: 
case management, respite/sitter services, parent/family training and counseling, 
and therapeutic services. 
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Policy Context 



The programmatic innovation in MicbigBS^ias occurred withm a j^hcy 
context wMch places j\ premium on providiafe in Jiome si^port for familws of 
children with disabiliiiM. In 1984 tho Governor announced that no child with a 
developmental disabili^ will be histitutionalized in that state. Further smce 
1986 the Department of Mental Health has adopted a policy of "permanency 
planning^ for all childreii served by the tystem. 

The poUqr of permanency planning is defined as follows:''- 

A planning process undertaken by public and private agencies on behalf 
of development&lly disabled children and their famihes with the exph^f 
goal of securing a permanent living arrangement that enhances a chud s 
growth and development. Permanency planning for children is durectea 
to securing*. 

1) a consistent, nurturing environment; 

2) an enduring, positive adult relationship; and , ,^t. j 

3) a specific person who will be an advocate for the child into aauithooo. 

Underlying assumptions: 

1) It is generally in the best interest of children to remain at home with 
their family. Therefore, public agencies should first attempt to plan, 
provide, and coordinate services in such a manner that the integnty of 
the fanufy unit may be mmntainedL 

2) If a child cannot be maintained in the home, it is assumed that a public 
agencv should then give priority attention to the provision and 
coordination of those services that will facilitate reunification of the child 
with his/her natural home. 

3) If reunification of the child vnth his/her family is not possible, and there 
is not active parental involvement with the child, the feasibilily of 
adoption planning should be ""prously pursued. 



1 Taken from: MichiganDepartmentof Health. (1986). Permanency planning 
for children with developmental disabilities in the mental health system. Lansmg, 
MI: Author, p. 5-6. 



4) For some children^ already in care, strengthening the ties with the birth 
family by increasing the quality of involvement while the child remains in 
foster care may be the most approprisibB permanenqr planning option* 
Fcr certain other children^ the permanenqr planning path may include 
}3ucii alternatives as long-term roster care, supplemented by securing an 
advocate or a guardian. 



5) Institutionalization is not considered to be an appropriate permanengr 
planning option. 
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CHILD AND ADOLESCENT SERVICE SYSTEM PROGRAM (CASSP) 



• 



Purpose 

Thia program, run by the National Institute of Mental Health (NIMH), has 
the over-arehmg goal to; 

mcreaae the quality and availability services for seriously emotionslly 
disturbed (S^) children and adolescents and their families, with a , 
special emphasis on the prevention of homelessness and the ameliaration 
ofthe effects of homelessness. . . . More specifically, CASSP assists States 
and communities to: 

1. Develop leadership capacity and foster interagenqr coordination at State 
and local levels and plan for the needs of homeless children and 
adolescents who are severely emotionally disturbed and for those severely 
emotionally disturbed chUwen and adolescents at risk of becoming 
homeless, 

2. Cany o\i research demonstrations which systematically evaluate 
components of the strategy being used and assess the impact of system 
chani^ on the availability, accessibility and appropriateness of care. 
(National Institute of Mental Health, 1989) 

EUgitmty 

Wn certain exceptions, services are limited to children under age 18 who 
have impaired functional ability in the school, family or community. Individual 
states determine the level of disability required to receive service but consumers 
of the service should require multi-agency intervention, ^nsimers also must 
have a mental or emotional disorder diamosable under DSM-UI-B. The 
disability must have been present for at least one year or is expected to last more 
than one year. 

Applicants for grants under the CASSP program are limited to d^gnat# 
state-wide agencies of state departments in which responsibility for child menial 
health services reside. 




Material drawn from National Institute of Mental Health (1989). Mental health 
services demonstration grants. Child and adolescent service system program. 
Requester applications. Rockville, MD: National Institute of Mental Health. 
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ProvUionM 



There are four types of grant available firom the CASSP program: 



• State-level mt^deuelopment grant. The purpose of this grant is to 
identify and establish a ibcal^iMint in the state mental health agency for 
coordinating CASSP-related a^siivities. The identified unit is responsible 
for developing a multi^p^ncy mental health system for this population. 
Grants are also to be used to identify the tsdmical assistance needs of 
fl^ncies in providing services to SBD children and to develop the 
capacity to provide such assistance. Any s^iates that has not previously 
been awarded tills grant is eligible to apply. 



• Community-level sys^ development grants. Thsse grants are open to 
states that have already received a state development grant or who have 
otherwise established coordinating activities for children wim SED. 
t Community level grants are to be Used to develop strategies to increase 

"availability of the full ranee of appropriate services acraiss multiple 
agencies for each child in the target popidation at the community level 
In moving toward that |joal, a state iLust define strategies to assure 
developmeiii of local child and adolescent service delivery systems," 
(NIMH^ 1989). 



• Staterlevelcxipacity building grants. These grants are desired for states 
that are unable to identify a focus for system building for SBD children. 
"The primazy emphasis of this type of ^rant is the.identification of those 
groui^lndividuais who have the capacity to conceptualize and promote 
system change and/or development of children's mental health service 
delivery and the strategy to remove barriers to the initiation of system 
changje process at the state level" (NIMH p.5). Activities for this grant 
must include specified roles for child mental health advocacy 
organizations, parent support/education groups and related voluntary 
organizations. 

e Poat-CASSP Development Evaluation Grants. Afl»r states have 
participated in the prior grant projects, they may apply for this want 
which evaluates the outcomes of pbst-CASSP system building. The grant 
is ako used to identify potential barriers to continued system 
implementation and to develop a plan for overcoming them through the 
use of CASSP technical assistance resources. 



All grants must include evaluations of the outcome of the ^ant. Costs of 
deL /ery of direct client services are not allowed imder the provision of these 
grants. 
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EDUCATIONAL SEEVICES 
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{education of all HAmiCAPPED CBILDSENACT (ESA) 



• 



Purpose 

The Education of AU Handicapped Children Act, PubUc Law 94.142. ujsures 
that all children with handicaps between the ages 5-21 haw available to them a 
free and appropriate public education (FAPB)\which incliid^ special education 
and related services to meet their unicpie need&Nin the least restnctiTe 
environment Four general purposes are described for the Act 

•These are (1) to assure that all handicapped children have available to 
them a free appropriate public education, (2) to assure thafe the rirfits of 
handicavmed chil&en and their parents or guardians are piotect^ (3) to 
assist States and localities to provide for the education of all handicapped 
children, and (4) to assess and assure the effectiveness of efforts to 
education handicapped children," (U.S. Department of Education, 1984). 

This law provides for federal assistance to atetes in order to meet tiie excess 
coste engendered by special education on a per child basis. Althouj^ tiie law 
provides for federal assistance to meet up to 40% of the excess cosia of-spssm 
education, in practice federal assistance to stetes has been agnificantly less. 
Nonetheless the law is best understood to be an entitlement, i.e., a requirement 
that all children with handicaps receive special education, irrespective of federal 
assistance (Allan Bergman, UCPA, personal communication). 



EligibiUty 

Federal ftmds are provided to the state on a match basis to provide for public 
education and related services for children identified by the state a» having <i 
handicap. All children who are so identified are entitled to receive special 
education services. CJhildren must be detensiined by a local mter-discipUnarjr 
team to require specially designed instruction because cf unique needs resultmg 
from one or more of the following impairments: visiial impairment, heanng 
unpairment, deaf and blind unpaurment, mental retardation, multihradicaps, 
ormopcdic impairment, serious emotional disturbance, specific leaniing 
disabuiiy, speech impairment, or other health impairment Related services are 
provided only if the sernce is necessary for tbo child to benefit from special 
education. "Therefore, if a child does not need special education there can be no 
related services and the child (because not handicapped) is not covered under the 
Act." (CJode of Federal Regulations, Ch. Ill 7-1-85 Edition). This means thatj^ 
whereas a child may benefit from a particular service (e.g. nhysical tibierapy) but 
is not considered to require special education, the child will not be eligible to 
receive that related wrvice. 
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Services provided 

Federal assistance is provided to states on e ratio of 75% to local education 
agencies for the sup^rt of direct educational services to diildren \9itih hant^capa. 
The mnaining 25% is provided to State Education Agenci^ for administrative 
and otiier speoal e^roenses of the s^yeciai ^location program. Stat^ are required 
to undertake **child nnd** activitira m order to identify all diildrcm thatT^juire 
special education. Each child receiving spedal education must m^^^ive an 
individualised education plan. The pmspedSes educational settinpr^d 
objective and the need for any educationalkrektedse^ Children are to be 
served in the ^least r^trictive environm^tr Numozous r^ts^ protections, and 

erocedures are bisilt into tiiie kw so that famili^ can appeal and obtam fkir 
earings in any decision made by local and state euacation agenda about their 
child's educational status or prograhL 



Bducationaily related services are defined as including: transportation, 
speech pathology and audiology services, earfy identification of a disabiliisr, 
medical services, recreation, social v7ork in scnools, occupational and ph^f^cal 
therapy, p^holo^^cal services, and medical services for diagnostic and 
evaluation. Recent legislation clarifies federal Medicai^^ responsibiti^t^ 
reimburse states for medically *^Iated servic^ tiiat may be listed in an 
individual's special education plan and which are covered in the state's Medic^d 
plan. This is discussed below. 



Mediemd and "'Belated Services'" 

Attempts have been made by local education agencies to obtain federal 
Medicaid funding from the Health Care Fmancing Administration (HCFA) for 
'"related services" listed in the individualised special education plan of a Medicaid 
eligible child. However, HCFA administrative policies attempted to define anv 
service furnished under an EEP as **educational" m nature and, hence, ineligible 
for Medicaid payment. The Medicare Catastrophic Coverage Act of 1983 contains 
a technical amendment clarifying Medicaid reimbursement for covered 
educationally related services. The amendment serves to clarify that, while state 
education agencies are responsible for assuring the provision of a free and 
appropriate public education to all children with handicapping conditions, the 
state education agenqr does not have to finance all services in a child^s IBP. 
State Medicaid agencies are responsible for reinAursing schools for educationally 
related services to Medicaid eligible children, to the e: tent that the services are 
covered \mder the state Medicaid plan and that the service be deemed medically 
nece^axy. Medicaid agencies make individual case determinations of medical 
necessity in accordance vdth their ovm criteria (Bergman 1988a). 



The amendment states that just becatise a service is listed on a child's 
educational plan it cannot be disallowed by.HCFA. 



''While the state education agencies are financially responsible for 
educational services, in the case of a Medicaid eUdble disabled child, State 
Medicaid Agencies remain responsible for the 'related services' identified in the 
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child's IBP if they are covered under the State's Medicaid plan ..." (CJongresaional 
conference report quoted in Bergman, 1983a). 
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EARLY immyENTlONPROGmM FOR INFAjNTS Am TODDLERS 



Purpme 

Title I of Pnblk Law 99457 amends th© Education of the Handicapped Act 
(EHA) by es^lishing a new Federal discretionaiy pro|pram to a^ssist states to 
develop and implement a comprehensive^ coordinated^ mterdiaciplinaiy program 
of early iatervention services for infents and toddlers with handicaps and their 
families. This is the first piece of federal legislation that recomizes the role of 
families as the primary caregivers for their children with handicapping 
conditions. The program is 100% federally fimded. 



The legislation defines the eligible population as all children from birth 
throu^ two years of age who are developmentally delayed (criteria to be 
determined l:y each state), or who have conditions that typically result in 
developmental delay, or at state's dL ^etion who are at risk of substantial 
developmental delay. 



Services 

In the first three years of the program, states may use their grants to plan, 
develop and implement a statewide system for early intervention or to provide 
direct services. In the fourth year, the state must have a statewide ^^m in 
place and must provide multidisciplinaiy assessments, individualized family 
service plans and case management services. By the fifth year and for succeeding 
ye^i the state must assure that the state^wide system is in place as an 
entitlement and most provide a description of the early intervention services 
provided to all eligible infants and toddlers. 



Early intervention services are defined in the act as developmental services 
which: 1) are provided under public supervision; 2) at no cost to the family; 3) are 
provided 1:^ qualified personnel; 4) are provided in conformity with the family 
service plan; and, 5) include: family training, counselmg, and home visits; special 
instruction; speech pathology; occupational and physical therapy; psychological 
services, case management, and other health related services. 
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Information for this section was derived firom "President Signs Educatic of the 
Handicapped Amendments" (Oct., 1986). Capital Capsule, 16(10), p.2, 
Alexandria, VA: National Association of State Mental Retardation Program 
Directors; and "Section-by-Section Summary of P.L. 99-45T'; Liaison Bulletin, 
12(12), p. 1, National Association of State Directors of Special Education. 
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The federal grant is mtant to assist states to plan and develop the statewide 
system and to fond dirsect services and expand and improve servicisa that are not 
otherwise provided or accessible from other public or private sourc^. The act 
uxcludea aSayor of last resort section" which stipulates that grant ftmds <^ot 
be used to substitute payments for services that would have been paid for from 
another public or private source. 

The state early intervention system must include the following minimum 
components: 

9 an individualized fiunUy service plan for each infant and toddler with a 
handicap in the state, including the provision of case jnanagement 
services in asxordanx with su^ plan; 

• the fbmUy service plan must contain information on the infmU/toddkr's 
present level of functioning, family strengths and needs, services to be 
provided and anticipated outcome, and the name of the case manager; 

e a comprehensive, multidisdplmaiy evaluation of the service needs of each 
infant and toddler and their families; 

e timetables for ensuring that appropriate early intervention servi^ will 
b® available to infants and toddlers with disabilities before the fifth year 
of the state's participation; 

o a comprehensive "child/find" system to locate infanWtoddlere with 
disabilities in need of services; 

o a central directory of early intervention services, resources and expertise; 

e a lead agen<gr and interagency coordinating council designated by the 
Governor to administer the program. 

Part H fonds are allotted to each state based on the proportionate number of 
infants and toddlers (both disabled and non-disabled) Uvmg m the state (not on 
the number of children served). States are also directed not to reduce medical or 
other benefits avpilabie to infants/toddlers with disabilities under Maternal and 
CMd Health Blctck Grants or Medicaid because of the grant funds. 
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FEDERAL PRESCHOOL PROGRAM 



Purpose 

Under Title 11 of this recent legislation, all the rights and protections of P.L. 
94>142 (Part B) aij extended to children mih handicaps ages 3 throu|^ 5.year8 
by school year 1990-91. To support this otgectiw, the law revises the Preschool 
Incentivo Grant Program (Sec 919) to authorize a dramatic increase in the 
federal fiscal contribution. &7 school year 1990-91, all s^tes applying for PL 94- 
142 ftmds must assure that th^ are providinga free anprppmte public 
education to all children with handicaps ages 3 through 5. Failure to comply vnll 
mean the loss of EHA fUnding targeted to the 3-5 age group. Prior to 1991 a 
state would have to have an approved early childhood.education plan and serve 
some, but not necessarily all cmldren with handicaps between ages 3 through 5. 
Funds to states are determined^ Congressional authorization levels and are 
allocated by each child served. Tlie maxiTnum basic per capita allowance would 
mcrease from$300 to $1,000 per year over a four-year period, provided that 
congre^onal appropriations are sufHcient to fund these levels. 



EUgibiUty 

Those eligible are children with handicaps ages 3 thrbu^ 5. States are not 
reqtiired to report children served 3 throug^i 5 by disability category. Thus states 
are not required to categorically label these children acconiing to the data 
requirements of EHA Sec. 618. 



Services offered 

During school year 1988-89, a state must distribute at least 75% of federal 
funds to local education agencies to support educational service to children with 
disabilities ages 3 through 5. The remaming can be used by state education 
agencies for planning, edministrative and other espenses. The committee report 
accompanying the ledslation aftirms variations in length of school day and range 
and varied of pre-schoolprograms, examples being part-day home and fiill-day 
center-babied programs. The legislation specifically authorizes parent training as 
a mandated pre-school service. 
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iHEADSTAET 



Purpcae 



Project Head Start, presently administered by the Adn^^ . 
(Mdren, Youth, and Families, provides conq>rehen8lve developmental »emces to 
low-income pro-school children. The program seeks to strengthen the ability of 
disadvanta^ chHdren to cope with school, enhance pMentKMd mteraction, and 
bring ahyat greater social competence in children from low-mcome fammes. 

To accomplish these goals. Head Start objectives and performance standards 
prc'^ide for: 

• an improvement of the child's health and physical abilities; 

o the encom^ment of self-confidence, spontaneity, curiosity, and self- 
disciplme in the child; 

o an enhancement of the child's conceptual and conm!(unication skills; 

® an increase m the ability of the child and family to relate to one another 
and to others; and 

0 the enhancement of the child and his/her family sense of dignity and self- 
worth. 

The yearly congressional appropriation (this year over $1 billion) is 
distributed to states and then to mdividual Head Start programs. The amount of 
the appropriation to states is based on the number of Head Start children th&t 
the state presently serves. There has been significant expansion in the number 
of Head ^art programs over the past decade. 



This discussion is based on publications of the Administration on Children, 
Youth and Families. 
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EUgibUity 

Generally, Head Start is limited to children between three years of age and 
the age of compul^rv school attendance. Since a 1972 Congreraional mandate, 
no less than 10% of the total number of enroUmezi^ opportunities in each state 
must be made available to children with handicaps, m 1986^7 children with 
handicaps accounted for 12.1% of all children enrolled in M-year Head Start 
programs. (The definition of children with handicaps is the same one used for 
special education). Families must also demonstrate that their income is under 
the designated federal poverty line in order for their child to be eligible. 

Services 

Many Head Start programs follow the standard model of a five day week 
with ftiU day sessions. However, alternative program types may be chosen such 
as part-time programs, a home-based model (where the parent is focused on as 
the primaxy factor in tiie child's develoi>m9nt and the home as the central 
facility), or another locally designed option which is suited to meet the needs of 
children and families in tnat particular community. 

All Head Start prosrams must have the following components: 

o educational and learning experience (including the provision of bi-lingual 
staff where necessary); 

0 a comprehensive health care program including: early identification of 
health problems through medical and dental screenings, follow-up 
treatment of medical or dental problems, parent education on health care 
and nutrition, one hot snack per day, and mental health services (i.e., 
meiital health training and consultation to parents and staff); 

G parent involvement through parent education, volunteer or paid positions 
m the Head Start program (parents receive preference for employment in 
non-professional HeadStart staff jobs), and participation ui Policy 
Councils and (Committees concerned with administrative and managerial 
decisions; 

o social services (e.g., community outreach, information and referrals, 
fan^y needs assessments, recruitment and enrollment of children, and 
emergency assistance and/or crisis intervention). 

(Children with handicaps receive the full range of Head Start developmental 
services. In addition, HeadStart staff members coordinate with community 
agencies to provide services to meet the special needs of these children. 
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TRANSPORTATION 

Aaaistance with this section was provided by Patricia Brady, United Cerebral 
Palsy Associations Inc., Governmental A stivities Office, Washington DC. 
Additional questions may be addressed to her. Bi!aterial was also drawn f^m tfte 
Community Transportation Resource Guide, ComrtunUy Transportation Reporter, 
Januazy 1989. 
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VEHICLE PURCBASK' - CAPITAL ASSISTANOBimG^JOR 
NONPROFIT AGENCIES TRANSPORTING TEE ELDERLY AND 
HANDICAPPED 



This program provides ftmds to private, nonprofit organizations to assist in 
meeting capital expenses related to the special transportation niaeds of persons 
vvith disabilities and of tiie elderly. 

EUgibmiy 

A state agency, designated by the Governor, adnmusters the program. 
Private, nonprofit organSations are eligible to apply for ftmds on a competiUve 
basis. 

Provisions 

Federal grants are made to states based on the size of the population of 
persons with disabilities. The federal share of eligible capital costs m^r not 
exceed 80 percent and requires a 20 percent local match. Funds have been used 
to purchase buses, vans, or other paratransit vehicles; radios and communication 
eqmpment; vehicle rehabilitation; spare parts; initial installation costs; and 
vehicle procurement testing, inspection and acceptance costs. 
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RURAL AND SMALL COMMUNITY TRANSIT GRANTS: - ^ ^ 
FORMULA GRANT PROGRAM FOR NON-URBAN AREAS 



Purpose 



This program assists local transportation systems serving the general pubhc 
in non-urban areas, with capital, and operating and administrative expenses. 
Federal assistance to states is provided for projects which enhance the access of 
people in non-urban areas tt» health care, shopping, education, employment, 
pubuc services and recreation. 



EUgibiUty 



Funds are available to state agencies, local public bodies, nonprofit 
organizations, and operators of piiblic transportation services for transportation 
proiects in rural areas of less than 50,000 population. States receive an allotment 
of federal ftmds using a formula based on population. Funds pass throu^ state 
agencies to local traiSportatici systems including those run by private, non- 
profit organizations. Transportation must be targeted to the general pubhc and 
may include transportation of non-urban residents to urban areas. 



Provisions 



The federal share for capital projects is 80% with a 20% match. However, 
accessibility projects for persons with disabilities can be fimded up to 95% by 
federal dolISars. Up to 15% of the total state allocation mzy be used for 
administration, planning, and technical assistance at 100% federal she-'e. The 
federal share for net operating costs of transportation projects must have a 50% 
loccl match. 
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USBANMASS TRANSIT GRANTS: - ^ ^ «„ ^ « 

^^FORM^ GRANT PROGRAM FOR SMALL URBANIZED AREAS 



Purpose 

This program provides federal assistance for planrmg, capital and operation 
expenses of public transportation in small urbanized jm. 



EUgibUity 

Each state governor (or designee) receives the federal funds. Funds are to be 
used for urbanized areas tmder 200,000 in population. 



Provisions 



Federal funds are allocated according to a ibrmula based on overall 
population m small urbanized areas. Fedferal funds used for planning and/or 
capital assistance must be ma tched with 20 percent of local funds. However, 
accessibility projects for the elderly and for persons with diaabilitiCT can be 
funded up to as much as 95% by federal funds. The federal match for operatmg 
assistance is 50%. 



HOUSING SUPPORTS 



This section provides information on several ftmding streams that pertam to 
dilforent types of housing supports. Section 202, low-income hpuamg twc credits^ 
and the Stewart B. Mddnney Homeless Act provide ftmda for the a<W»*ioa,^. 
and/or development of housine units for persona (usually adiUts) with disiwiuties. 
Section 8 rental assktance and the Farmers Home Ownership^loans pranCM 
housing opportunities for either adults with disabilities or low-income families 
(wii^ or without a member with disabilities). The description of housh^ 
modifications discusses several funding streams that can be used to modi^ 
existing units in which adults or children with disabilities hve. Adescnption is 
also included of the fecent fair housing amendments. AlthouA the new provisions 
do not create ftmding opportunities for housing, thror are included m ttia guiue 
because th^ represent sigJiiScant new changes in housmg pohcies and civil rights 
pertaining to persoi^ witn disabilities. 



Assistance with this section was provided W. Roberta Yotmians, Nationd 
Housing Law Project, 122 C ST. NW Suite i^^, WashinctoA DC 20001; Bonme 
Milstem, Meatal Health Law Project, 2021 L Street NW, Washmgton, DC 20036; 
and, G. William Mitchell. Housmg Technical Assistance Ihpiecti Association f jr 
Retarded Citizens, 1522 K Street NW, Washington, DC 20005. For more 
information readers ars^advised to consult with them. A comprehensive ^ 
description of housing resources for persons vdth disabilities is ajso available m: 
Financing Housing for People with Disabilities, by the Housing Techmcal 
Assistance Project, Association for Retarded Citizens, 1989. 



• 
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LOWmCOME EOUSmO TAX CREDITS 



Purpoae 



The purpose of this pro^gram is to stimulate development, acquisition and/or 
rehabilitation of units of housing for low income individuals. Investors Mid 
owners of:a properly that meets low income .specificationa can receive a doUar for 
dollar reduction of then: tax liabiliiy based on the cost of development and the 
number of qualified units for each of ten years. Unite must comply with aU 
requiremento for a fifteen>year period. 

EUgibiUiy 

"(The housing) project must have a minimum of either 23 percent of ite unite 
occupied by low income households with incomes under i^) percent of the area 
medum income, (ji 40 percent of ite unite occupied by lov' income households 
with incomes under 60 percent of the area median mcon;.^, J^^JB^ imaxa are 
adiusted for various household sizesrand in certain u^iisuauiy high or low 
housing cost areas" (Guggenheim, 1989, p.3). Rente ihat may be charged famihea 
in units on which a cre(St is claimed may not exceed 30 percent of the apphcable 
qualifying income. 

Group homes for persons with mental retardation or handicap® are e'igible 
for tax credite so long a?i a separate landlord-tenant relationship with each 
individual is established. "Each unrelated individual can be considered as a one 
person household for purposes of maximimi income and maximum rent 
det^mmations (CSuggenheim, 1989, p. 16). Housing coopera^ves which are 
owned and controlled by the members who are the residente of the projecte aye ^ 
also eligible to obtam and use lax credite. In addition, the provision to teimnte o. 
services other than housing will not prevent the property from qualifymg for tax 
credite. 

Provisions 

Each steta is given a dollar cap, based on jjopulaticn, representing th'* total 
number of dollars in tax credite that can be claimed for that stete. Non-profit 
organizations are allocated a minimum of 10 percent of total credite in each state 
each year. Stetes can directly allocate to gpecifie projecte or this function can be 



This description was largely drawn from GuggBnheun, J., (1989). Tax credits for 
low iricome housing. Washington DC: Simon Publ. Readers are advised to 
consult this document for a complete analysis of this program. 
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shared by local agencies. In mos^ cases, ta:^ credits are allocated by the State 
Housing Finance Agen^. 



liGW income housing benefits from the tax credit primarily when the owners 
of a projoct, eithe/ profiit*motivated or non-profit, ^soll ihe tax credits to limited 
partner investors who contribute equity to the development in exchange for the 
use of the tax crediU, and other economic benefits. equity contributions, 
which can be substantial under this program, reduce the amount of otitier 
financing needed t> acquis or develop the project Or th^ ^izld be used to add 
an income stream during the years of projected operation, and therein reduce 
the amoimt of rent the tenants have to pay for the project to operate successfully" 
(Gu^nheim, p.4). In many cases, additional subsidies may be n^ed to 
facihtat:: the development of these units. 



The amoimt of the tax credit is based on eligible cost elements (e.g., 
rehabilitation expenditures) and the percentp.ge of the units that quaiiw as low-- 
income, which is multiplied by a certain percenta^^. Guggenheim (1989) 
provides an example where a 100 unit building with total development costs of 
$3,850,000, which is 80% occupied by quaUfied low income tenants, yielded an 
annual tax credit of $172,400. There are limits on the number of tax credits that 
can be used by any individual and the legislation "^virtually eliminates the use of 
tfiz criits (by persons) at very high income limits" (p.39). 



Proposed R^viaions 



The authorization for the Low Income Tax Credit expires on December 31, 
1989. le^lation is pending in both the House and Senate to extend and modify 
its provisions. 
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DIEECT LOANS FOR HOUSINQ FOR TEE ELDERLY OR 
HANDICAPPED (SECTION 202) 



This program provides federal low interest loans for new development, 
acquisition ofexislang housing or moderate rehabilitation forhousing units for 
persons vdth handicap and for the elderly and their respecthra famiUea. 

EUgibiUiy 

Direct loans for housing are available to private, incorporated, non-profit 
sponsors of housirte developments on a competitive basis, ^plications for 
projects in areas which previously have been underfunded relative to their needs 
will receive priority. The availability of funds is announced in ths Federal 
Register. Adults with chronic mental illn^, developmental disabmties or 
physical handicaps and their fanuli^ or personal attendant may live in Sectira 
2^ housing. Generally, persons with incomes less than 60 percent of the median 
income for tiie locality are eligible. 

Section 202 funds are usually used to fund group homes or apartment 
clusters for persons witii disabilities. Structures funded with tiiese loans may 
include housing facilities and cafeterias or dinii^ halls, community tooxos or 
buildings, or ottier essential service facilities. A mmriTnum of 25% of the units in 
a project may be efficiency units subject to a HUD determination that suchumts 
are appropriate for the elderly or for persons with handicaps in the area. "Group 
homss funded with Section 202 funds may accommodate up to 15 peisons with 
disabilities. Independent living complexes (ELCs) may be designed to serve 
persons with physical or developmental disabilities and their families itt projecte 
of not more than 24 unite on one site" (Housing Technical A^istance Project, 
1989). Projecte may vary in layout and design but must be in compliance with 
the policies of modest design and cost containment. 

Proviaiom 

Forty year mortgages are made to eligible sponsors to finance rental or 
cooperative housing. The interest rate is determined annually. Due to recent 
legislative efforte, 25% of the national allocation for Section 202 funds is 
earmarked specifically for housing for individuals with handicaps and their 
families. Moreover, at least 10% of all Section 202 unite developed for the elderly 
and all common areas must be wheel chair accessible and those unite are given 
preference to adulte with handicaps. Of the 25% allocation for persons with 
handicaps, priority must be given to projecte for homeless persons with mental 
illness. 
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Residents of Section 202 developments pay only thirty percent of ttieir 
a^ji^ted income for rent and utilities thanks to the ac^mimnying Section S i^nt 
stisi^. Uptil recently, Section 8 funds were made available for 100 percent of 
the Section 2^ units to meet mor^^ payments* However, this financing 
mechanism placed developers of housmg for the handicanped at a dii^vantage 
when competing against aevdopers of housing for the el^ty- To ffedlitc*-^ 
housing de^lopment for persons with handicaps ment amendment to ^j^dD 
regulations replace the Section 8 rental subsi^ with a new stsMc^ for persona 
with disabiliti^ that is based on a different me&cd for calculatdng development 
costs. 



Project development with Section 202 funds is a time coneiiining and ^ 
complex procedure (many projects can take up to two years before completion) 
which tends to favor CTperienced non-proSt providers. Providers are «cpected to 
shoulder the biirden of some firont end financing costs and a small part of the 
loan* Owners must contribute one-half of one percent of the total HUD-approved 
mortage amotmt. Sponsors may elect to pay for escess ameniti^ that would not 
be permitted under tne Department's cost containment guidelines. 
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PBOGRAM 



Purpose 

These programs provide subsidies to vssy low-income persons and their 
families to assist in paying rent in private rental housing. 
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Families vnth incomes that do not escesd 50 percent of the mcome 
for the area they live in are eligible to participate in the program. The housmg 
unit that the family selects to five in must meet HUX) standards of samtation and 
safety, and the rent must fall within the "Fair Market Rent" for the area as 
determined by HUD. . • • 

. • 

Each regional HUD office is allocated aportioa of the total S^^tion 8 
certificates based on population. Public Housing Authorities and o«^ 
organizations (e.g. state housing finance agencies) ap^^ to the local HUD ofece 
for a share of the funds. Contracts with th^ authontiea sss awarded jon a 
competitiva basis for five years with renewals e:q>sct6d. Authpnti^sabmit 
realists based on documented housmg ne^is for eligible famihes. ^ce awardetl, 
the local housing authority processes applications fo:? Section 8 (^rtm<^t^. 
There are long waiting lists at most Fi&lic Housing Authorities for certifiCiit^ of 
participation. Onlyasmallportionof those who are eligible actually receive 
certificates, i^prosimately 20% of existing Section 8 certificates turn over each 
year (Allard & Carling, 1986, p.71). 

Congress established three preferences for allocation of certifi^t^. 
Presently, preference is given to persons who are living in substandard housmg, 
who are involuntarily displaced from housing because of federal action, and 
persons who pay more than 50% of their income on rent. Local housmg 
authorities can establish a local preference for up to 10% of their (^rtificates for 
certain populations. This can include a preference for persons with disabilities. 

Provisions 

Tenants in the Section 8 Existing program pay the highest of (1) 30 percent 
of their adjusted gross income; (2) 10 percent of gross income; or (3) the housing 
portion of a vsrelfare grant. This moludes an adjustment for utihties. Thehousmg 
authority pays the difference between this amount and the Pair Market Rent to 
the landlord on a monthly basis. Tenants m the voucher programs, however, 
may pay mora or less than 30 percent of their income because the subsidy is a 
fjced amount, and they may obtain housing at higher than the fair market rent. 
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All eligible faxnilies are placed on a single waiting list, with families that 
meet the "preference" criteria placed on top. Families are offered certifipates or 
vouchers as th^ become available. A family may decline the voucher ^d wait 
for the nest certificate (or vice verse) if they so choc^. Once awarded a 
certificate or voucher the family is given up to a total of 120 days to find suitable 
housing. 



tSection 8 programs allow participating families to choose where they live 
(provided that the hotising meet HUD safety and sanitarv standards)* Almost 
any ty^ of hotising^ including group residences and sin^e room occupancy may 
be eligible. The certificates are tied to individuals and not to the dwelling unit. 
However, while changes of residence within the boimdariea of a particular 
housing authority contract are easily accommodatedt a move out of the area 
usually involves the loss of a certificate. Once a <^rtiiicate is awarded, the 
individual continues to receive the subsidy unless and until an increase in their 
income no longer makes them eligible. Tenant's income is reassased for 
eligibiliiy annual^ and subsidies are adjusted accordingly* 



Housing authorities may reserve up to fifteen percent of their Section 8 
certificates fbr project-based use. This provision vvas included in the 1937 
Housiiig Act to facilitate the development of or rehabilitation of affordable 
housing. These certificates may be used in conjunction with the Low Income 
Housing Tas Credit and other programs. Low income housing development 
projects that obtain financial backing through assurance of Section 8 ceitificates 
&om a housing authori^ can be specifically targeted to persons with disabilities, 
or any other i>opulation, provided they meet the income guidelines of the Section 
8 62dsting housing certificate program. 



The Section 8 Moderate Rehabilitation program provides a higher rent 
subsi^ to landlords who undertake minor repairs to their units. These units 
once they are repaired must remain available to Section 8 eligible tenants for 
fifteen years. Housing authorities compete for funding for these units and in the 
lasw several years Congress has provided very little funding for the program. The 
Stewart B. McKinn^ Act authorized a special allocation of Section 8 Moderate 
RehabiLtation funds for Smgle Room Occupanqr hotels (see following). 
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Ck>mmtmiiy Homisig snd Services - PBA, Colmfsdo 

An innovative uaa of Section 8 certificates for persons v?ith disabilities is 
made the Colorado State Department of Institutions. This djKjartment is 
respoMibl& for the delivery of services to persons with menial illn^ and 
developmental disabilities, and to juvenile ofifenders, 1977 &e department 
formula housing authority, Communiiy Houamgand Services (CH^, to provide 
communi^-based houoing alb tmatives for its disabled oopulalaon. This is the 
only statewide public housing author'^ administered throuf^ a human service 
agency. This program began with 80 Action 8 esicSing certificates prowde^ 
throudi the Department of Housing and Urban Development, and mi ideahstic 
approach to assisting the most independent clients with subsidizeu nousmg. 
During the past 10 years, ^e program has grown to almost 1,000 Section 8 
certificates and vouchers" CPahner, 1987). 

This program has been able to target 1,000 certificates (cumuktively) to 
consumers of the Department's services resultfa^ in the placement of many ni^ 
fimcfcioning persons with disabilities in their own housing. CHS works with 
mas^ other agenda inside and outside of the Department of institutions to 
provide the additional support services necessaqr. Landlords are persuaded to 
rent to tih^ individuals m part HUD's guarantee cf damage and vacanty 
payments. "In addition, CHS estabUshes policy, provides technical assfetMice, 
holds informal hearings and often mediates problsms between tenant, landlord 
and community center," (Palmer, 1987). 

The use of Section 8 certificates has also assisted the .efforts of Centennial 
Services of Weld County Colorado, a model supported living program for persons 
with disabilities. This program situates one or two consumers in rental hovnng 
where staff and other supports or added or reduced as needed to facilitate 
community living. The individual does not "graduate" to a new program as their 
skiUs uicrease, rather the housing is considered to be their permanent home. 
This approach also leaves facili^ maintenance in the hands of landlords rather 
than with the service agen«y (Model residential program meets individual needs, 
November, 1987). 
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FARMERS HOm ADMINISTRATION HOME OWNERSHIP LOANS 



Parpme 

This prograin provides assistance to low-income families to purchase, build, 
or rehabihtate sinpe family homes on individual tracts or subdivisions in rural 
ereas in ti^e form of insured or guarantaed loans. This discxission will focus or 
insured loans. 



EUgibiUty 

Applicants must meet the following conditions: 
@ Be presently without decent, safe and sanitary housing; 
© Have low or moderate income; 

o Have good credit and sufficient income to pay for Uving senses, 
properly taxes, instnrance and upkeep, and the minimum mortgage 
payment required (see below); 

e Be able to pay certain up-front costs (e.g., closing, house i ispectlon, credit 
report); and 

® Be otherwise unable to secure a mortgage from a private lending facility. 

The home must be on at least a one-quarter to one-half acre lot depending on 
the utilities available and in rural areas with a population of 10,000 or less or in 
towns or cities vTith population under 20,000. 

Provisions 



Loans are made by the Farmers Home Administration (FmHA) at a market 
rate of interest ani subsidi2ed for low income families through the interest credit 
program, hiterest credit enables the borrowing rate to be as low as 1% but it 
varies according to borrower income and the amount of the loan. When the 
borrower's income improves, he/she is required to refinance the loan through a 
commercial lender. Borrowers who have received an interest credit since October 
1, 1979 are subject to "recapture" of part of that assistance when they resell. 
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This program is a potential but as of yet underutilized housing resoiarca for 
individual or families with a member with disabiUties. Although tai-geted to 
low-incoid6 families and individuals, the financial reqtiirementa to meet ongoing 
espens^ axe often too high for individuals with disabUifeies. In some situations 
loans can be co-signed hy other parties to fasilitate acquisition. 

A second program of FmHA is the Rural Rental Housing Program. This 
program authorizes FmHA to make up to 50 year market rate mortgage loans to 
pri^te, public and nonprofit groups or individuals m order to provide rental or 
cooperative housmg for low and moderate income famihes and mdividuals 
inc&ding persons with handicaps. 

By statute. Section 515 housing is available to persons of any income level 
In 1983, Congress made an attempt to target more of the assMtoc® to the p(^r. 
Currently no more than 25 percent of all Section 515 umts which were available 
for occupanCT prior to November 30, 1983 may be rented to famihes with mromes 
greater than 50 percent of the area median. No more than five percent of au 
post-1983 may be rented to families with incomes greater than 50 percent ome 
Sea median. No more than five percent of all post-1983 units m^.^ rented to 
those of non-veiy low income. Many Section 515 projects have additional rental 
subsidies attached to render the units more affordable. Tenants pay the hifliest 
of 30 percent of their aii^usted gross income; 10 percent of gross; or the welfare 
allowance, as in the HUD program. 
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STEWARTS, MCEJNNEYHOMEIESS ASSISTANCE ACT 



Purpose 



This program enacted nmneroua new prograims and changes to existing 
programs to address the needs of homeless people by providing for omergen(sy, 
aheher, food, health care, mental health care, housing, educational programs, joD 
training, and other community and pk ming services. Homdosa persons are 
defined as being: 1) without a regular adequate ni^ttime residence; 2) hvmg m 
a shelter, 3) Uvmg m an institution (other then a prison); 4) living in a place not 
ordiMrily used as a sleeping accommodation for human beings (National Cntena 
for the Homeless, 1988). Provisions of the McKinney Act that are specifically 
relevant to persons with disabilities are reviewed here, 



Section 8 Assistanc® for Single Room Occupancy 



These grants are awarded on a competitive basis to local housing authorities 
who demonstrate a need for the assistance ancl the ability to undertake and carry 
out the program. Funds ai'e used to finance the rehabilitetion of SRO umts for 
occupancy by the homeless. Units financed vnth this assistance shall remam 
avaikble for at least ten vears. Residents must meet the Income criteria 
described earlier under tne Section 8 program. 



Permanent Hoti£dng for the Handicapped 

The Housing Technical Assistance Project provides this description of the 
program: 

(This program) provides federal matching funds for the acquisition and 
rehabilitation of a supportive living home for up to eight individuals with 
disabilities or a building with up to ei^t housing units for persons with 
disabilities and their families who are either homeless or at risk of 
becoming homeless... The Permanent Housing Program targets people 
with disabilities with priority men to. persons vwth mental illness... 
Persons with disabilities and their faimliiis who are either homeless, at 
risk of becoming homeless, or who have imn residents of transitional 
housing under me Transitional Housing t-'rogram are eligible to be served 
under tiiis program. (1989) 

Public housing authorities or other non-r^ofit housing sponsors may apply 
for the funds. They are required to operate tne home and provide support 
services for the residents. Grants include funds of up to 5C% (or $200,000) for 
the cost of acquisition and/or rehabilitation of existing property and for operatmg 
costs (including cost of support services) for up to 50% m the first year and 25% 
in the second year. States must match the other 50% of the costs. 
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Cosmnimity Meatal Heslth Services Demonstration Project 

The National Governor's Association (1889) provides this discussion: 

This demonstration project provides discretionaiy grants for coimnimi^- 
based mental health services to the homeless or those at risk of becpmmg 
homeless. The program is intended to fund ui» to twelve comprehensive, 
two-year communi^-based demonstration projects for homeless adults 
with severe, long-term mental iUness and up to four gnmts for ^J^f^ 
innovative demonstration projects serving emotional^ disturbed cmloren 
and adolescents. Services can include outreach, case man^ment, 
treatment and rehsijilitation^ transitional housing, and staff trainmg. (p. 
15) 

Other programs that may assist persons with disabilities include: 

1) The Emergency Food and Shelter Program which provides rental and 
utility assistance on a one-time basis; 

2) The Bmergen<y Shelter Grants Program which provides matching grants 
to stats and 1o«ei1 governments for the development of shelters; 

3) The Transitional Housing Program which provides advances, operating 
subsidies and technical assistance to nonprofit organizations. 
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HOUSING MODIFICATIONS 



Housing modifications are alterations to existing environments that ease or 
make possible the residence of a person with handicaps, llie of modification 
necessaxy depends on the disabihty of the individu^ l^ic^l modifications 
include: widen/>d di^i'wavs, ramps, lowered sinks and counterSt ad«ipted door 
handles, foot manipulated faucets, lighted phone and door simals, and grab bars- 
Modifications can be permanent or temporary (Barrier Free Environments, 
1987). The recent Faur Housing Amenoments Act of 1988 strengthens the rights 
of families or mdividuals to modify their rental units to meet their needs (see 
following). 



There ai ^ no funding streams tied specifically or exclusively to housing 
modifications. However, a few funding streams have been successfidly used by 
some states to support modifications. A survey of how states are fUnding housing 
mo<Ufication progx^ns was conducted by the Adaptive Environments (3enter 
(1989). The survey includes recommendations for implementing state funded 
housing adaptation programs as well as improved data collection to determine 
needs. The following funding streams were identified in the course of this study. 



Medicaid toaiver 



The Medicaid waiver is described in the first section of this manual. 
Housing modifications are a specific service allowed under the waiver as long as 
they are shown to be a cost effective measure that reduces the need for a more 
restrictive or more costly setting. Waivers can be v/ritten to support as small or 
as large a population as desh-ed and thejr can be designed for a population with 
specific disabilities or needs. The Adaptive Environments survey identified eight 
states that were \ising medicaid home and community-based waiv^^rs (including 
waivers for the elderly, and for persons with physical and developmental 
disabilities) to support home modifications for the waiver elidble population. 
(These states include: Idaho, Kentucky, Oregon, New York, Ohio, rennsylvania, 
Colorado, and Rhode Island.) 



Community Development Block Grants (CDBG) 



According to the U.S. Dep*t. of Housing and Urban Development (1988) this 
program: 



Assistance with this section was provided by Elaine Ostroff, 
Adaptive Envirot ^ents, 621 Huntmgton Avenue, Boston MA 02115. 
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. . . provides annual grants on a formula basis to entitled comawmities to 
cany out a wide range of community development activities directed 
toward neli^lMrhood revitalization, economic devtalopment, and ^ 
improved community facilities and services. Entitlement communities 
develop their own programs and fUnding priorities and consult with local 
residents before making final decisions. All CDBG activities must benefit 
low> and moderate-income persons. 



In the Adaptive Environments survey, states also reported using fede^ 
monies through Vocational Rehabilitation, Maternal and Child Health (MCH) 
Block Grants as well as general state funds to support.tiome modification 
programs throudi state family support programs. Another financial source that 
has Deen identified are low interest loan programs throu^ state housing gajpc^ 
agencies. Also noteworthy is the Farmers Home Administration, Section 604 
program. "This program provides low-income rural home owners with up to 
$7,»}0 per unit in the form of grants and/or low interest loans for general 
repairs. Adaptations for accessibility are specifically desiraiated as an ehgible 
expense," (Housmg Technical Assistance Project, 1989, p.20). One state that uses 
Maternal and Child Health funds is Massachusetts - a profile of that program 
follows. 
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Maosachusetts Adaptive Housing Program 



The Massachusetts Department of Public Health has been providing home 
adaptations for children since 1984» through its Bureau of Parenti Child and 
Adolescent Health. The objectives of the program are to enable children to 
become more independent m their homes and to facilitate their mobility. 

Families with mobility impaired children from birth to age 18 are eligible. 
They do not have to be clients of the agency. There are some income limitations 
on families, some of v^hom must contribute to the costs. 

Families can receive either technical assistai-^, which provides them with 
a plan for their needs or planning, design and construction services provided 
tlurouig^ a private nonprofit contracted with the Department to administer the 

ETOgrsm. Kamps and lifts are the most frequently needed adaptations^ 
at&oom modifications the next most needed response. Other adaptations have 
included widened doorways, threshold removals, stair railings, and 
environmental control units. 

Department of Public Health regional staff adminfeter an mitial 

Srescreening assessment which identifies the child's environmental needs, 
department and contractor staff work •^s a team with the family to determine the 
most practical solution^ with the family having the final say on the selected 
design. The contractor prepares the working drawings and hires the 
subcontractor who will ao the actual modification. The Department administer 
final evaluatiouji. Evaluations showed increased independeat access and egress 
for the child md reduced physical strain on the tamily. 

Initially begun with funding from the Federal Emergency Jobs Bill, the 

Erogram is now an integral part of the agency *s program and budget. The annual 
udget has been at $100,000 per year and the funding per family has averaged 
about $4,000. More than 100 families have been served since the program began 
with alwut 15 to 20 families served each year. Families do not receive the 
funding directly. . 

As the program enters its seventh year, the Department is looking at hov; 
to expand services to families in the midst of reduced state budgets. Over the 
current year, strateries will be planned to bring in corporate funding as well as to 
identify more cost efficient ways to deliver the services. There is some other 
funding for families who need home modifications through low interest loan 

Erograms and other limited sources. A listing of funding resources in 
lassachusetts for home modifications has been produced and is available to 
individual families and agencies. The Adaptive Housing Program has also 
facilitated inter-agency cooperation, through joint planning and cost sharing, 
especially with the Massachusetts Commission for the Blind. 
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FAIR HOUSING AMENDMENTS ACT 



Purpose 

Milstein, Pepper, & RubenBtein (1989) ascribe three purposes to the act: 1) 
to end ^•'^gation the housing of people with disabilities, 2) to give people 
with dkjbilities the ri^t to choose where they wish to live, aiid 3) to reguire 
reasonable accommod<^ons to their- needs in securing appropriate housing. In 
general, ttie Act serves to extend tiie same proteciaons granted to minoritiija in 
the 1968 Pair Housing Act to persons «dth disabilities. 

EUgibiliiy 

The act utilizes the definition of "handicap" that is employed by Section 504 
of the 5lehabilita*ion Act of 1973, namely "a physical or mental impaiment which 
substam^idly limits one or more of such per son's msuor life activities; has a ^ 
record; <»f such an impairment; or is regproed as having £nich an i^ «nt. 
This is a brof>d definition that includes mental iUness, physical disability, visual 
impairment and mental retardation along with other handicaps but that excludes 
persons who illegally use or are addicted to a controlled substance. 

Provisi^ftB 

In general the prohibitions of discrimmatory housing protections described 
in the 1968 Fair Housing Act apply to persons with handicaps. The now 
Amendments however, clarify and a:(nplify the protections for persons with 
handicaps. The mcyor provisions of t»he act are described below: 

o Prohibitions against special restrictive^ housing covenants or denials of 
housing service because of an individu&Vs handicap (for example 
covenant rea^trictions to single famlUes that have the effect of excluding 
li^a ig arrangements for persons with handicaps); 

o Prohibitions against discrimination of the primary purchaser or lessee on 
the basis of handicap and/or because they have fanLu.y members, 
roommates, or other associates who have disabilities; 



Material drawn from Milstein, B., Pepper, B., & Rubenstem, L. (1989). The Fair 
Housing Amendments Act of 1988. Washington: The Mental Health Law Project 
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• Landlords ma^ not refuse to make reasoruible accommodations **in nxlGS, 
policies practices or e rvices, when such (iccommodations may he 
necessa^ to afford such person equal oppv^rtuniiy to use and ei\joy a 
dwelling.'' For example, HUD regixlations explain that a *no pets' prUqr 
may not be enforced to exclude a prospective tenant who uses a guide 
dog, (Milstein et al. I9S9). 



9 Certain land-use rules can be considered discriminatory if they likewise 
dei)rive persons with handicaps with equal opportimity to a dwelling* 
This may apply for example to rules: prohU)iting occupancy by unrelated 
persons, that exclude living arran^ments involving paid staff, or that 
nave the effect of limiting the abihty of such individuals to live in the 
residence of their choice m the community limiting the numbers of 
persons or group facilities that can be established in a given area, 
especially when similar quotas are not placed on other persons or families 

. living in the area. Similarly, requirements of specid or conditional 
permits for group hom^ providers are considered unlav;rM if such 
restrictions are placed only on persona with disabilities. 

• Property owners are permitted to deny housing opportimities to persons 
with handicaps only when their tenancy would constitute a dii^ threat 
to the health and safety of other individuals or would result in 
substantial physical dfunage to the property of others. This can only be 
determined fay procedures that the lanalord would apply to any other 
tenant Direct threat does not include for example, mcks in doorwa/s 
caused by a wheelchair. 



0 New accessibility and adaptability rea airements for new multifamily 
dwellings (excluding townhouses) with four or more housing units and 
elevators. Requirements include: 



* accessibili^ of public use and common use portions of the building; 



^' all doorways a/e widened for accessibility; 



* accessible routes mto and through the building; 



* anvironmental controls and switches in accessible locations; 



* reinforcements in bathroom walls to allow later installation of grab 
bars; 



* sufficient space in bathrooms and kitchens such that a wheelchair 
can be maneuvered about (this does not mean sufticient space for full 
turning radius). 
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In buildings with four or more units but no elevator, only the ground floor 
dwellings must contain these features. 



0 Tenants are pennittedta'Wke reasonable modifications of existing 
promises if such modifications may be necessary to afford such P^raon 
fixll exyoymen<» of the premises " For example, a landlord cannot prohibit 
modifications such as lighted door warnings or altered coimters or 
doorways* Landlords may require that the tenant restore the promises to 
original condition upon vacanigr, if the requirement is a reasonable one. 

The Act also provides strong measures of enforcement- When a person with 
a disability feels hafehe has been discriminated against by a landlord or seller, 
he/she ms^ either fik a complaint with HUD which triggers an inv^gation by 
the Fair Housing 0£5», T& parties to a complaint may elect to havatiie 
complaint heard h^r an administrative law judge or in federal court under the 
auspices of the Department of Justice CMilstein et aL, 1889). An aggrieved party 
also has the rig^t to file his or her case directly in court witho ut first filing a 
complaint with any administrative agency. 
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PART TWO: PUBUCyPHIVATE OPTIONS 

* 



The second section of this ma mifll includes d^tcriptiox^ of strategies that 
emcloy public and private partnerships to supBort adeauate health and home 
care for children vmh chronic illne^ or disabilities. All of the strategies involve 
state gpjvennnent and private insurance collaboration. Nearly allliave been 
adopted in at least ono state. 

The following description of options were adapted from tvro publications by 
Harriet Fos of the Fox Ifealth Policy Consultants. These two p\U)iications are: 



September 1S84, ApreUminary cmalysit ofopHonB to inq^rove 
hi^ih insurance coverage for chroni&zUy ul and diBohUd 
chii^br&t (Report); and 

Ju^, 1987, Presentation on the policy impUcatio?zs of various 
axt€tstropkic health expense program options for children 
(Presentation). 



A discussion of these topics is also available in: 

Griss^G. (September 1988). Measuring the health insurant needs of 
persons with cdsabilities and persons with chronic illness. A^$^sb to 
Health Care, 1(1&2), 1-63. Berkel^ CA: World lustitute on Disability. 



To obtain a comprehensive analysis of the options described here, readers 
are advised to consult these three docimients. They are available from, 
respectively: Fos Health Pc. i<y (Consultants, 1140 Connecticut Avenue, NW, 
Suite 1205, Washmgton, DC 20038 and the World Institute on Disability, 1720 
Oregon Street, Suite 4, Berkeley CA 94703. 
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STATS 'HIGEmSS !' FOOLS 



Risk p€K)ld are independent aBsociations of all health care injrarers in a giv^ 
state who share the financial risks of o^ering individual comprehosBiva health 
insurance to persona considered to l« uninsurable or poor riisks becaiise of pre- 
esistmg conditions (Pox 1984). 'ThKUj^ the nool arrangement, the risk of 1(^ 
in eovjring tiiis ponulation is spread acro^ all insureiis so that ea^ participating 
insiurer'srisk^ reciuced TLj pool establishes^he premium rate. Actual lo%^ 
(or profits) are akioxbed by and shared oquitab!^ amoi^ a}l member^ (F oz 
1887a, p. 8). States can subsidize potential l<^es of the pools throu^^i various 
mechanisms. 

risk poohi effectively provide insurance to people who are otherwise 
unable to purchase it because of indiv^ual insurance company i^estnctions or 
bwause of inordiiiatety hi^ premiums. Premium rates for risk pool coverage are 
CMped by scate law and ran^ from 125% to 4(M)% of the average charge for an 
individual poliQT for a standard risk. The cost of premiums for risk pools 
gsnsr^ e^dud^ the participation of low-income people but prevents hl^ 
mecHcal e^^enses from impoverishing middle income people and can i^uce the 
amount of imcoim^^isated care. Some states subsidize the premixmis for low- 
income fiamilies (Fos, 1987a). Presently mandated hig^-risk pools are available 
in 15 states (bitergovemmental Health Policy Program, George Washington 
Universiiy> personal communication). 



EUgibUUy 

Eligibilify requirements vary by state. However, the state-Liaxii^ted pools 
are usually "designed to serve people who have no access to an emplo3rb^ or other 
group health plan and whose only option is an individual health insurance policy, 
^phcants to the pool are generally required by law to prove that th^ attempted 
to secure individual covera^ from at least two carriers but either were r^'ected 
for insurance or were ofibred covera^ with restrictions additional to those in a 
standard poliqr. Such restrictions are deSned as pre-existing limitation, 
substantially ni^er premiiims, or restrictive riders" (Foz, 1984, p. 24). 



S^^ruicm offered 

A minimum benefit package for a qualified plan is prescribed by legislation. 
Tool coverage is comprehensive but it frequently fails to include adequate 
coverage for speech and occupational therapy or ^ctended home care, escept in 
lieu of a more costly hospitahzation" (Fox, 1987a p.9). Also, lifetime maximum 
benefits maybe ^ceptionally low and generally benefits may be less inclusive 
thsm regular mdividual policies (Fox, 1987a). 
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' ISTATE-FINmCED CATASTROPHIC HEALTH INSURANCE 




Fa& (1984) describes this option as follows: 



A state-financed catastrophic health etpense vfogram is one in which the 
state functions as the payor of last resort for persons who have incurred 
very sulstantial out-of-pocket estpenses for mescal care. It is it'tended 

grinuirily to benefit working families who ha\re some financial resources 
ut, because of insuiequate health insurance, would be financially 
devastated l?y extensive medical bills that cauld result firom a senous or 
prolonged illness. The program is designed to serve the uninsured as well 
as the underinsured who have exhausted their benefits, (p.27) 



Financing for th^ programs comes from general state revenues (Fox 1987a). 



EUgibiUty 

Under state catastrophic health expense programs, families are tisually 
required to incur substantial uninsured health care costs that remain their 
liability. Assistance is provided when out-of-pocket espsnses exceed a certam 
dollar threshold or a certain percentage of family income. The amoimt of the 
deducdble" or the p8rc;int of income is commensurate witH the family^ s habuity 
and varies from prosram to program. Usually eligibility for the program is met 
by inpatient care ep^odes. This is because ambulatory care providers (such as 
nursing care at Eome) are usually imwilling or unable to bear the amount of 
uncompensated care required of the family for the family to become eligible for 
the progtam (Foz 1984). 



Services covered 
The services covered will depend on the program itself. Fox (1984) notes: 



Not all medical and health care expenses are permissible, however. 
Covered services are specified by statutes or Hy regulation. Generally, * 
th^ include those services usually covered under a standard 
comprehensive health ir> nirance policy: hospitel and physician services 
plus some other services Sv'ch as prescription drugs, medical equipment, 
and limited long term care. Speech therapy, physical therapy, and 
psychiatric care are not covered under every program, (p.29) 
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Althou^ five states have enacted enabling le^Iation for catastrophic health 
expense programa, only three are current^ ia effect ( in. Alaska, Maine, and 
Rho^ IslaacD (Foac 1^). [Recently, a program was enacted in New 
Jerse? v^Mch spedfically provides financwl aMistsnce to famili«i who incur 
medical ^xpen;^ that are a substantial percentage of their gross income due to 
the care ora child with chronic ilke» or disabilitjr.] State experience with this 
type of program has not been very positive. Data indicate that with low 
eiM^W ^uctiblea, a la^ portion of program benefits go to a^^ 
unmsured poor ia pdiag inadical benefits that coidd not reaUy be wjnaidered 
catastrc^hK rather aan assistinz the middle-class who were underinsured. 
However, setting the deductibles ni^ places a considerable oufc-of-pocket 
financial burden on the low and nioderate income families relative tathel; 
incoBM while no such hardship is placed on hi^er in«>me families (Fox 1987a). 
Fox notes: 



If, on the other hand, a pewentage of a famify's income - even as hi^ 
as 15% were used to trigger eligibility, then many more children fKm. 
low- and moderate-income families would be able to participate — but 
thehr out-of-pocket liability may not in an^ objective sense ba considered 
catastrophic. In a family wh ^ nTiTiusI income is $12,000, for example, 
a child would become eli^le fu* wtastrophic coverage after incurring sp. 
$1,800 bill for a tonsillectomy which required only a one and a half day in 
a hospital (Fos, 1987a, p.3) 



To prevent this fifom happening, eligibility can also be tied to the duration of 
the illns^ and/or tLe projection of annual health care costs to help ensure that 
the program is re^bing persons with catastrophic iUness. "It seems &at for a 
catastropiiic health expense program to sustain political approval, the deductible, 
or famify liability, has to be set hi^ enou^ so that 1) uninsurance ia not 
encourased and 2) only those with truly catastrophic expenses are served" (Fox, 
1987a, p.4). 
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STATE SUBSIDIES FOR PRIVATE HEALTH INSURANCE 



This option is tar^ted to low* sud moderate-income families and h£s the 
advantage of re^hing the vast majority of die iminmired k involves the use of 
state subsidies toward the purchase of private health insurance coverage. This 
approach has been eimcted in one state and is proposed in nine others (Fos 
1987a). 



EligtbUity 

Criteria for enrollment is determined by the state. Washington has a 
premium sxibai^ for individuals and families with incomes up to 200 percent of 
the federal poverty leval (Fos 198?^). 



ServU^ offered 

Eligible families can r^ive state vouchers to purchase health insu^ce. 
However, the private policy may be inad^juate for the needs of children with 
chronic illn^ (e.g., because of a low lifetime masimum coverage, and/or not 
insuring all services). Moreover, even with a voucher, adequate covei^ige for 
children with chronic illness may not be aSbrdable. To coimteract this, minimuTn 
benefits that must be purchased with the state voucher may be specified. 
Alternatively, an insurer maybe selected by the state to offer a state qualified 
benefits package to all persons eligible for the subsidy. 

Fox (1987a) notes: 

Forming a group would appear to be more cost^ffective, given that the 
cost of individual coverage usually runs about 130 to 150 percent of the 
cost of a ^up poliqr. But, if the group plan approach were adopted it 
would be imnoi^ant for thtise concerned about fmancing the case of 
children with chronic medical conditions to assure that the specified ctate 
plan takes into account the range and intensity of ^ecialty services 
needed by these children, as well as the preventive health examinations 
needed the presumably "healthy** child population. If an appropriate 
plan were o^ered, chronically ill children would be able to obtain good 
coverage and it would be at a reasonable premium because costs would be 
spread across hig^- and low-risk populations. On the other hand, if a 
voucher system were used, children with chronic medical conditions 
probably would not be able to purchase affordable individual coverage at 
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all. In fact in vhe two states with a propossd voucher systek, a hi^-risk 

rl is either iii dperation or under consideration by the legislature. 
. 15) 

The hidi risk pool helps to msure adequate coverage at a reasonable price. 
Another drawback to this approach is that it does not address those persons who 
have esisting private insurance that is inadequate. 
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STATE . MALmATED CATASTROPHIC HEALTH INSURANCE 



Purpose 

Under this option, all state insurance companies are required to offer 
catastropMc health insurance coverage. '^Carriers would be expected to 

garticipata in an association or pool in which each would share in the gains and 
>sses on an equitable, proportionate basis'* (Fox» 1984, p. 30). Financing would 
come fipom suhscriber premiums- This program W not currently been adopted 
by any state* It is a model act proposea by the National Association of Insi^rance 
Commissioners. Unlike state financed programs, private insurers would be the 
vehicle for making catastrophic coverage available (Fox 1984). 



EUgibiUiy 

Bligibilitj^ for reimbursement of extensive medical bills would.be dependent 
on the prior purchase of catastrophic health insurance. 'Under the model act, 
apolicants *ould not have to meet any specific eligibility criteria. Uninsm^ as 
well as insured persons could enroll" (Fox, 1984, p. 30). This program does not 
address families who are too poor to pay for any private insurance premiimis. 
Therefore, the model act womd also allow stat^ to choose to grant their 
Medicaid j>rograms tiiie authority to purchase catastrophic health insurance for 

Sersons eligible imder Medicaid. This provision may facilitate the.reduction of 
fedicaid rolls (Fox, 1984). 



Services offered 

In the model legislation, benefits are based on allowable expenses that excaf;d 
a certair threshold per year. The familv's liability would be determined by the 
extent of the insurance coverage. "The basic formula would be that all reasonable 
charges for the necessary care and treatment of any sickness or iiy uiy incurred 
during the year would be reimbursed if they exceeded $5,000 in the case of an 
mdividual, or $7,500 in the case of a family" (Fox, 1984, 6.31). The proposal 
requires that the premium be reasonable in relation to theibenefits provided, 
suggesting that high premiums are possible. No cap on the amount that the 
insiureds could be charged is proposed (Fox, 1984). 
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EMPLOYER-BASED COVERAGE 



In this model, "all employers mth. a specified number of employees would be 
federalfy required to provi^ a minimum package of benefits to employees 
working at least half-time" (Fox, 1987a). Since the great m^'ority of um?3sured 
cMldien hav® an employed parent, this program can facilitate insurance ipiraiage 
for children with disabilities. Federal legislation on this lype of coveraga will be 
introduced in 1989. 



EUgibiUiy 

In general, all employees and their familiea of specified employers would be 
covert In recent legislation in Ma^achusetts, all employees of busine^es that 
have more than five employee are covered. 



Services offered 

The required benefits package is determined by the atate and may or may 
not provide adequate coverage for children with chronic illness or disabilily. 
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Mas^ushusetts Universal Health i^ecusity Act 

This recent legislation provides for insurance for uninsured persons 
largely tbrou^ an emplc^er based program* After a four year phase-in, all 
empWers of six or more ^ or permanent part time employees are required to 
conteibuta to a state h^th insurance pool m>m which t^eir uninsured employees 
and their families can purdiase health and managed care coverage by paying 
premiums based on a sliding fee scale. Employers who ahrea^v purchase health 
msurance for their workers can deduct these expenditures^ on a dollar«for-dcllar 
basis, &om t^eir required contribution to the pool Most employers who provide 
employee heal^ insurance are not eiqpected to have to contribute to the state 
pool Shnplpyers vnth less than six employees are exempt from contributing to 
the covers^, however special tax incentives were written into the bill to 
encourage small emplc^r participation. Small busin^Kses are able to purchase 
insurance &om the state pool at rates that would be comparable to groups of 
large emplc^es. Massacnusetts residents who are not covered by either small or 
la^ employers will be able to obtain affordable insiuance through the state 
purchased group plans. These include part-time and seasonal c mployees, persons^ 
receiving unemployment insurance, and the self-employed* The legislation also 
allows adtilts with disabilities ai?d/or parents of children with disabilities to 
purchase "wraparound" coverage from the state* This is health coverage that is 
compar^^le to the Medicaid benefits available for families with children with 
disabilities, therein eliminating the disincentive to work because of threat of loss 
of Medicaid benefits. 
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Abandoned hsftsnts Assiatanee Ast - Public Law 100-505. 

Chiid and Adclessent Seroice Systan Program - Section 520A of the Public 
Health Ssrvice Amendments of 1987, P.L 100-177. 

ChUd W^fcare Servieea - Title IV-B of the SocM &curijy Act, as amended by 
the Adoption Assistan(» and Chiid Welfare Act of 1980, P.L. 98-272, 42 U.S.C. 620 
etseq. 

Crisis Nura^im and JRetpUe - Ghildien's Justice and Assistance Ast, Ti^^S^ 
Temporary Child Care for Handicapped Children and Crisis Nursr *ies Act of 1986, 
P.L. 99401, 42 U5.C. 5117, et seo 

Develiipmmial Dise^iUtieit Act - Disabilities Assistance and Bill of Ri^ts Act 
Amendments of 1987, P.L. 100-146. 

Direct Loans fbr Sousing for ths Elderly and Eandicapp^ - Section 202, 
Housing Act of 1959, 12 U.S.C. 1701 et seq. 

Early Mieroention Program for Infants and Toddlers - Public Law 99-457, 
Title! 

Education of All Handicapped Children Act - Public Law 94-142. 
Fair Eosssing Amendments Act - P.L. 10(M30 

Farmers Home Administration - Home OwmrsMp Loans - Housing Act of 
1949, P.L. 81-171. 

Federal Preschool Program - Public Law 99-457, Title H. 

Foster Care and Adoption Assistance - The Adoption Assistance and Child 
Welfare Act of 1980, P.L 96-272, Title IV-E of the Social Security Act, 42 U.S.C. 
670 etseq. 

Head Start - Human Services Reauthorization Act of 1986, Title I, P.L. 99-425. 
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Low Income Hotising Taat Crediia - Section 252 of the Tas Reform Act of 1986, 
P.L. 99-514 as amended by the Technical and Miscellaneoiis Revenue Act of 1988, 
P.L. 100-647. 



Maternal end Child EeaUh Block Grants - Omnibus Reconciliation Act c£ 
1981. 



Medicaid: Medical Assiatanee Program - Title XIX, Social Security Act. 



Eojne €Md Commtmity Bas^ Wedoer — Omnibus Budget 
Reconciliation Act of 1981, P.L. 97-35, Section 2176. 



Model Waiver - Section 1915(c) of the Social Security Act 



Waiver Program for Border Babies - P.L. 100-360, Medicare 
Catastrophic Coverage Act of 1988. 



Medicare - Social Security Amendments of 1965; Title XVn, Parts A&3, P.L. 89- 
97, Public Law Amendments; and U.S.C. 1395 et seq; Social Security Disability 
Amendments, P.L. 96-265; F.L. 97-248; and Section 1 of P.L. 98-21, 42 U.S.C. 
1305. 



Rural and Small CommunOy Gran^ Rural Transit Assiatanee Program 
" Section 18, Urban Mass Transportation Act of 1964, P.L. 88-365. 



Section 8 Existing Housing Certiffeate and Voucher Program - Section 
8(o), U.S. Housing Act of 1937, P.L. 93-383, 42 U.S.C. 1437f(o). 



Social Security Block Grant - Social Security Act, Title XX; as amended by the 
Omnibus Budget Reconciliation Act P.L. 97-35. 



Social Security Disability Insurance - Social Security Act of 1935; Public Law 
Amendments; and U.S.C. 420-425 Title n of the Social Security Act. 

Supplemental Security Income - Title XVI of the Social Security Act. 



Stewart 3, McWbmey HomeUss Assistance Act - P.L. 100-77. 



Technology Assistance Act - Technology Related Assistance For Individuals 
mth Disabilities Act of 1988, P.L. 100-407. 
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Urban Maas TramiiAstK Formula Grtmt Program for Non-urban Areas 
- Section 18, Urbian Mass Transportation Act of 1964, P.L. 88-3^. 

VeMde Purchases Coital Assistance Program for NonprofUA^tc^ 
Trtmsporthig the SldeHy cnrf Handicapped - Section 16 (b)(2), Urban Mass 
Transportation Act of 1964, P.L. 88-365. 
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APPENDIX B: 

FEDERAL FARllCIPATION RATE FOR MEDICAID 
PROGRAMS BY STATE 
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Federal Matching Rate for Medicaid Services by State (FY 1988) 









ALABAMA 


73.29 


NEBRASKA 


ALASKA 


50.00 


NEVADA 


ARIZONA 


62*12 


NEW HAMPSHIRE 


ARKANSAS 






CALIFORNIA 


50.00 


NEW MEXICO 


COLORADO 


50.00 


NEW YORK. 


CONNECTICUT 


50.00 


NwRTn wAKULin A 


DELAWARE 


51*90 


NORTH DAKOTA 


FLORIDA 




OHIO 


QEOR<nA 


63.<f4 


OKLAHOMA 


HAWAII 


53.71 


OREGON 


IDAHO 


70.47 


PENNSYLVANIA 


ILLINOIS 


50.00 


RHODE ISLAND 


INDIANA 


63.71 


SOUTH CAROLINA 


ICWA 


62*75 


SOUTH DAKOTA 


KAHSAS 


55^ 


TENNESSEE 


KENTUCKY 


72.27 


TEKAS 


LOUISIANA 


68.26 


UTAH 


MAINE 


67.08 


VERMONT 


MARYLAND 


50.00 


VIRGINIA 


MASSACHUSETTS 


50.00 


WASHINGTON 


MICHIGAN 


56.48 


WEST VIRGINIA 


MINNESOTA 


53.98 


WISCONSIN 


Mississim 


79/35 


WYOMING 


MISSOURI 


59.27 


D.C. 


MONTANA 


69.40 





Rate 



59.73 
50.25 
50.00 
50.00 
71.52 
50.00 
$S.68 
64.87 
59.10 
63.33 
62.11 
57.35 
54.85 
73.49 
70.43 
70.64 

56.91 
73.73 
66.23 
51.34 
53.21 
74.84 
SS.98 
57.96 
50.Ct) 
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